DOCUNENT RESUME 



ED 342 166 
TITLE 

INSTITUTION 
SPONS AGENCY 



PUB DATE 
CONTRACT 
NOTE 

PUB TYPE 



EDRS PRICE 
DESCRIPTORS 



EC 300 925 

Common Ground: A Series of Essays for Professionals 
and Families Who Unite To Help Young Children with 
Special Needs. 

Montana Univ., Missoula. Div. of Educational Research 
and services. 

special Education Programs (ED/OSERS) , Washington, 
DC. Handicapped Children's Early Education 
Program. 
90 

HO24D00029 

83p.; A product of the CO-TEACH Preschool Project. 
Collected worJts - General (020) ~ Guides - 
Non-Classroom Use (055) 

MF01/PC04 Plus Postage. 

«Child Rearing; Cooperative Planning; »DisalDilities; 
Early childhood Education; «Early Intervention; 
Interpersonal Relationship; Parent Attitudes; Parent 
Child Relationship; «Parent Participation; *Parent 
Teacher Cooperation; Specialists; ^Teaunwork; Young 
Children 



ABSTRACT 

This compilation of essays and resources focuses on 
acceptance of children with disabilities and cooperation between 
parents ana early intervention specialists. The compilation includes 
the following items written by jan Spiegle-Mariska (sometimes cited 
as jan Mariska) : "Building Effective Parent/Professional 
Partnerships"; "What Parents Want from Early Intervention 
Professionals"; "What Parents valued Most from Early intervention 
Professionals"; "A Mom's Perspective on Early Intervention"; "The 
Risk of Divorce: What Parents Can Do To Help Themselves"; "When I 
Felt Really Bad, I Read a Book..." (cites inspirational quotations 
from numerous authors); "Skyriding" (a poem); and "Suggested Readings 
for Professionals and Families seeking To Form Effective 
Partnerships." The guide also includes "Welcome to Holland" by Emily 
Perl Kingsley and "Acceptance Is Only the First Battle: How Some 
Parents of Young Handicapped Children Have coped with common 
Problems," a 43-page booklet by Susan Duffy and others that discusses 
advocacy, support groups, parent-professional relationships, and 
conflicting professional advice. The compilation concludes with a 
list of materials available from the CO-TEACH Preschool Program. 
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One of our main goals is to provide information to families and 
professionals. We encourage you to copy and share the contents 
of this folder. We do request that you credit the Division of 
Education and Research, Department of Education, University of 
Montana as the source of information. 
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Special education professionals in the last few years have 
recognized that naking parents an integral part of the 
planning/ implementation process is essential as we go about the 
business of providing services to young children with special 
needs. We have begun to see that parents carry with them their 
own particular brand of expertise based on their intimate, 
day-to-day knowledge of their child, and that those insights and 
knowledge are a valuable asset to the team which serves a child's 
needs. Parents who have had positive experiences with early 
intervention services for their children have recognized 
professionals as the indispensable part of their lives ^at they 
must be if their children are to reach their full potential. 
Parents and professionals alike have begun to pay attention to 
the fact that we need each other i;i order to make the service 
delivery system work effectively. 

So, how is it that we often end up at odds with one another? \Jhy 
do parents so often seem to resent the professionals who provide 
the very services parents want so desperately for their children? 
Why is it that anger, hostility, and defensiveness color our 
relationships more than we would like? More specifically, how 
can the service delivery system for young children with handicaps 
be structured to diffuse those adversarial roles and enhance 
parent/professional partnerships? What factors form the basis 
for developing dynamic working relationships with parents? 

I asked parents from my local support network, all of whom have 
had extensive experience with early intervention and school -based 
education programs, to respond to those questions. What follows 
is a summary of their thoughts and feelings, as well as some of 
my personal observations on how partnerships can be developed. 

Primary among the catalysts which allow parent/professional 
partnerships to happen is trust. When parents feel trust in the 
professionals who serve their child, it does much to diffuse the 
confused emotional reactions that parents often face as they go 
about seeking and implementing services for their child. 
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It is vital for professionals to recognize and understand sone of 
the feelings that parents experience as they come to terms with 
the fact of their child's handicapping condition. For a parent 
to seek "help" for their child is an admittance that help is 
needed. The very act of soliciting aid requires the parent to 
admit to themselves and "the world" that their child indeed has a 
problem. 

For most parents, that is an excruciating step, one which reopens 
the wound inflicted when they first learned of their child's 
diagnosis. Simply picking up the phone to make the call asking 
for help is an act most parents recall as painful. Many admit to 
avoiding it as long as they could. 

In some ways, the service delivery system seems to "set up" 
parents and professionals in antagonistic roles from the very 
beginning of the relationship, since the "system" usually begins 
service provision with a formal developmental evaluation of the 
child, what parenrs immediately face after seeking services is a 
team of professionals likely to give th^m even more dismal news. 
They have already experienced a trauma most of us only know in 
our nightmares. They know a depth of sorrow few of us will ever 
fully understand. They are trying desperately to recover from 
the initial diagnosis and to shield themselves and their families 
from more pain. And, any evaluation, unless it totally 
contradicts the original diagnosis, will Infliot more pain. 

When parent\profes8ional relationships start off on this basis, 
it is not difficult to understand why parents seem (and often 
are) hostile, uncommunicative, and resistant to the very help 
they are seeking. But, if parents can perceive, when they first 
meet with a professional, that the professional is a human being 
who clearly cares about and has their child's best interests at 
heart, it does much to dismantle all the "defense shields" that 
are in place. It lays the foundation for establishing a tmsting 
relationship in which parents and professionals alike know they 
are members of a team with a common goal: to nurture the child's 
development. 

From a parent's perspective, the first meeting (and perhaps, the 
first few) with professionals would ideally happen in a relaxed 
and comfortable setting. (For some parents, that means having 
the professional come to their home; for others that situation 
seems intrusive. It seems reasonable to ask the parents what 
would be the most comfortable for them.) There would be few, if 
any, forms to fill out. They would simply talk to the 
professional about their child; they would air their concerns and 
be asked for information. Their responses would be listened to 
with a great deal of attention. The professional would get down 
on the floor and play with their child. By their actions and 
responses to the child, the parent would be able to see that the 
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person providing services sees the child "first** and the handicap 
as secondary to the himan being. (Modeling this attitude, by the 
way, is seen by parents who have '*been there,** as the single most 
effective helping strategy in aiding the parents themselves to 
accept their child's disability). 

Filling out the forms and scheduling the formal evaluations would 
happen after the parents have been able to establish some rapport 
with the people who will, literally, be helping them raise their 
child. Thus, a situation which has the potential to seem very 
intrusive to the parents and family can be made to feel less so. 
It can be, instead, the foundation on which an effective 
relationship is formed. The most common comment of the parents I 
talked to went like this, **If I see acceptance of my child in the 
service provider, if it is obvious that they like my kid and that 
my kid likes them, then I will do everything in my power to make 
the relationship work. j may have to **agree to disagree** on 
some issues, but if I know the provider truly cares, that*s 
what* 8 most important to me.** 

The following items are things which parents would like 
professionals to consider before they meet with parents to sat up 
a plan of service for the child. One mom suggested that it would 
be a wonderful thing if professionals would read this list before 
each and every meeting with a **new** family. 



PARENTS 8PEAX TO vnonaaioukLB 



ITSNt By the time we get to you, many of us have been through 
the mill - emotionally, physically, and financially. Some of us 
have made **life or death** choices for our child. Many of us have 
dealt with at least one medical professional who did not feel our 
child was worth treating. We are probably in one of the stages 
of grief that are an inescapable part of bringing a child with a 
handicap into the world (shock, denial, anger, chronic sorrow, 
reorganization, equilibrium) (Kennell and Klaus, 1983). Those 
stages, by the way, are not a continuum which we move through and 
are done with. Many of the stages are revisited again and again 
as we work toward assimilating our child into our lives. 



ITSMs Please understand that we experience conflicting emotions 
when we meet wiich you (through no fault of your own) . simply 
talking about our child is painful, and we are frightened about 
any transition our child and family is about to make. We also 
feel great relief because we knov you represent hope and help for 
our child. It helps a lot if you find positive things to say 
about our child *s potential, or even if you comment on long 
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eyelashes and pretty hair. That helps us to know you see our 
child as a human being, as opposed to a "problem.** 



ZTENt understand that what is decided at any planning meeting 
will impact many parts of our lives. He have much to lose if 
services are less than adequate, and much to gain if they are 
optimum. To us this Is not **just another meeting." 



ITEM: We need to understand (if ve don't already) that we are a 
valuable part of the te2»m that will decide on the structure of 
services for our child. Your recognition of our "expertise" 
helps us to retain a sense of control over our lives that often 
gets lost somewhere in the system of service delivery. 



iTBNs We need help to recognize that urn are the experts on our 
particular child. We often think of ourselves as "just moms and 
dads," and do not fully realize the depth of knowledge that comes 
from parenting a child everyday. We have knowledge of learning 
styles and behavior patterns specific to our child that can be a 
valuable resource to the team that provides services. 



ITEMS We need to feel that professional members of the team 
value our input. Parents who are treated mm mqmml and essential 
meabers of the teas are much less likely to beooae defensive or 
ooBbative. Parents usually get ;bat way when we think no one ie 
listening with any attention to what we say. 



ZTEMi We know that you cannot "eliminate the negative", but we 
need you to "accentuate the positive" when you are assessing our 
child's development and potential. We need to understand that 
evaluative testing and "labels" arc just tools we all use to make 
decisions and 3btain services; that I.Q. numbers and diagnostic 
labels do not define who our kids are as human beings in your 
eyes or in our own* 



ZTBlIt Complex diagnoses and educational strategies need tc be 
explained to us in language a lay person can understand. Don't 
talk down to us, just routinely offer explanations of technical 
language. 



ZTENt We need to be given continuing encouragement to ask about 
things we don't understand. Our emotional vulnerability does not 
always allow us to grasp what you say to us the first time we 
hear it. We can assimilate only so much information before the 
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FROM BARLY IliTBRVBllTIOM PROFBSfllONALS 



Jan Mariska 
CO'TEACH Preschool Program 
Division of Educational Research and Service 
University of Montana 
Missoula, Montana 



The following '*vish list" was compiled by ten families, all of 
whom have children with handicapping conditions, and all o! whom 
have had extensive experience with home-based early intervtsntion 
programs . 

*Help us to see our child as a valuable human being who has a 
contribution to make to this world. (The best way tr help us is 
to model that attitude yourself.) 

♦Whether we are single parents trying to cope with our kias, or 
couples facing our extraordinary circumstances together, help 
our families to stay together and function as a unit. Understand 
that whatever work you do with our child has an impact on ALL 
members of our family. 

*Help us to see that personal and family happiness does not end 
with the diagnosis of an imperfect child. 

*Help us to meet other parents who have stood in our shoes, 
survived, and gone on with their lives. 

*Help us to nurture learning in our children, but do not strip us 
of our parenthood by asking us (or allowing us) to become 
therapists or behavioral researchers. 

*Tell us when we are doing good things. Tell us often. 

*Help us to see the difference between problems we can overcome 
and problems we must learn to cope with. 

*Help us to see the need for respite time BEFORE a crisis happens. 

*Help us to be effective advocates for our child. (For all of 
us, there have been tines when we couldn't be good advocates, for 
whatever reason. Be an advocate for us at such times, or help us 
to find someone who can fill that role.) 

*Know that parents are AXAfAYS vulnerable people, because of the 
emotional stake we have in our child. Understand that emotion as 
a natural feeling for a parent to have about any child. Don't 
write us off as neurotic or hysterical parents because we have 
those feelings, and may sometimes have trouble keeping them in 
check. 
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*Understan<l that, for many parents, there are tines when, for 
various reasons, we will chose not to follow soae recommendation 
you have offered. Saying "no**, selectively, to things which will 
not work in our lives right now is not an indication of lack of 
faith in your abilities. Most of the time saying "no** is a short 
term matter of survival. Don't take offense. 

*Know that there are times when asking us to do one more thing 
that "only takes five minutes a day** is NOT a good idea. Be 
alert for signs of **burnout** - exhaustion, lack of ability to 
concentrate, apathy. When a parent says, **I don't know how much 
longer I can do this,** what they probably mean is, **! CAN'T do 
this anymore 1" 

*There are parents who know the law, who are effective 
advocates, who have become de facto early intervention 
professionals. We all need to remember, however, that the best 
resource parents can bring to any parent/professional 
relationship is our intimate, day-to-day knowledge of our child. 
USE THAT I^SOURCE. 
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Jan Mariska 
CO-TEACH Preschool Project 
Division of Educational Research and Service 
University of Montana 
Missoula, Montana 



The thoughts and suggestions below are taken from conversations I 
have had with parents whose children have diverse handicapping 
conditions. Though they are, by no means, a scientific sampling 
of opinion, they are offered with the hope that they will be of 
value to professionals whose work brings them inside our families 
and our lives. 

**My home trainer never wrote preplanned goals for my daughter. 
We wrote them together. She always believed that what 1 thought 
was important should be top priority for my child.** 

*'If I thought my child was bored or frustrated with a task, my 
home trainer dropped it. Without question, he believed I was the 
person who knew my child best.** 

**When I thought it looked as if my child would need placement 
outside our home, our home trainer got me every resource 
available to help me keep him at home. I will never be able to 
repay her for helping me to see that, with help, we could keep 
our son with us.** 

**Our trainer found me another Mom with similar problems. That 
person has become my best friend. We couldn't cope without each 
other. •• 

**My home trainer didn't just hand me n respite list. He took the 
time to find us a respite provider who understood and could 
handle my son's many needs. He did this at a tine when I did not 
have the physical energy or emotional mindset to do it for 
myself. ** 

**When we got picked up off the waiting list, my home trainer did 
not, tell me respite was available IF I NEEDED IT. Instead, she 
filled out the forms, got me the money, and said **USE IT!** It 
was months later that I began to realize how essential **time 
away** is to my well being, and that of my family. Early 
interventionists should make this top priority.** 

**My home trainer got me the materials that I needed. When I 
asked for a book or a specific toy, she got it right away. 
Having to wait for things would have been maddening.** 

**My home trainer helped us to find the best possible foster 
placement for my son when I knew I could no longer cope.** 
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"My home trainer never forces me to take data, she just teaches 
ne how to play with my child. She always )cnow8 when its time to 
set the work aside and just talk to me.** 



"She was an advocate for us when we needed her to be. she found 
money for a hab aide when I couldn't have survived without one. 
She helped us deal with the medical crises. She got us the 
cheapest plane fares, made reservations, etc." 

"Our person let my OTHER daughters know that they were valuable 
people, too. She was tolerant of their interruptions, she often 
brought them small gifts (a stick of gum) when she was bringing 
things for Sara. She saw their value in helping Sara to learn. 
SHE TAUGHT ME THAT SARA'S SISTERS WOULD BE HER MOoT EFFECTIVE 
TEACHERS. " 

"She encouraged and supported my interest in helping ot!*er 
parents. She made me feel good about doing this, and that made 
me feel good about myself." 

"Our trainer encouraged our participation in a support group. 
She understood what it meant for me to have a network of people 
around me who understood me, because they had stood in my shoes." 

"Our trainer made sure that we knew our child's rights and our 
own under P.L. 94-142." 

"My trainer loves my daughter. she isn't afraid to care. I 
believe her professionalism has not suffered for her having 
become personally involved. My experience tells my that 
professionals who don't allow themselves to care don't help 
families very much." 

"Some professionals have trouble looking past whatever label is 
placed on a child, trouble dealing with the whole child, rather 
than the "problem." We, as parents, understand the need for 
labeling in order to obtain services. Past that, we see labels 
as being very limiting, and sometimes, damaging." 

"My trainer cried with me when our daughter died. No one 
else knew what to say, or else they said it was "a blessing." i 
will never forget how healing it was to know that SOMEONE ELSE 
valued my child's life as much as I did." 

One theme echoed again and again in my conversations with 
families who have been through early intervention programs. 
Above all, they valued a trainer/ teacher who treated the family 
as a unit, and not the handicapped child as a separate entity. 
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Like all children, children with handicaps grow and leii n bast 
within a stable, loving, and accepting family atmosphere. All the 
intervention programs in the world are of little use if life is 
filled with turmoil and stress for the family and/or the child. 
Helping parents to reach a BALANCE in serving their child's 
needs AND those of other family members goes a long way toward 
facilitating establishment of that nurturing atmosphere, without 
that balance, parents find themselves in a never-ending state of 
having too much to do in too little time. Since divorce rates 
for parents of handicapped children are approaching 80%, I 
believe the basic and primary function of any family intervention 
on behalf of a handicapped child should be to help keep families 
from going under. 
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When I was asked to participate in this conference, I began to 
think about the experiences I have had with early intervention, 
(what was good, and what was not so good about it.) Slightly 
more than five years ago, on March 30, 1983, our third daughter, 
Sara, was born. Twenty-four hours later, I was told that she had 
Down Syndrome. I was fortunate in that our pediatrician put us 
in immediate contact with other parents of children with Down 
Syndrome. From them, I learned about the Comprehensive 
Developmental Center in Missoula, the agency in our area that 
provides home-based early intervention services. 

When Sara was four days old, we began working with her, doing the 
exercises and stimulation programs recommended at our first home 
visit. We continued the data based programs on a daily basis 
until the winter of 1985, when Sara began to be served by the CO- 
TEACH Preschool Program on the University of Montana campus. 

The day that Sara began at CO-TEACH stands out as a banner day in 
our minds because it marked the time when we became **free" to be 
simply parents to our daughter for the first time in her life. 
From day four we had been her therapists, her teachers, and her 
advocates. We remember that it felt remarkably wonderful to have 
some of those job titles lifted from our shoulders. We remember 
that our three other daughters (by then we had a fourth, 
wonderfully normal daughter, whose name is Hope, because th9t*s 
what we did for nine months) were delighted that our lives no 
longer revolved around whether we got Sara's programs done on any 
particular day. 

As Sara's mother, I remember the tremendous relief of knowing 
that Sara was getting everything she needed - and that I wasn't 
the one who had to do it anymore. I had, of course, heard about 
"burn out** by that time. I don't )cnow that I recognized at that 
tine, that what I was feeling was "burnt out." But, in 
retrospect, I most certainly was. We continued to be served by a 
home trainer for several months after Sara began CO-TEACH, and we 
still did (and do) a great deal of naturalistic teaching at hone. 
But, the responsibility for Sara's education was now in someone 
else's hands. 
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For the first time in her life, I began to enjoy her for the 
person she was. I reveled in every accomplishment she made, and 
unlike before, that enjoyment was not tainted by the knowledge 
that when she finally achieved a goal, we would start all over 
again on the next step, the next day. Best of all, I had two and 
one-half glorious hours every afternoon that were mine. Before, 
if I sat down to read the newspaper or even took time to put on 
make-up, somewhere in the back of my mind there was always 
lurking the thought that time was being wasted; that I could, 
(maybe i^hould) , be working with Sara, that time was a horrible 
thing, that time lost today could not be recaptured. It was an 
oppressive thought with which to live on a daily (even hourly) 
basis. 

For nearly three years I had been obsessed, and that obsession 
had done damage to me, to my relationship with my husband, to our 
other daughters, and to our family unit. Fortunately, for us, 
there had been a strong base; there had been a cohesive unit 
before Sara. The existence of her disability had stretched all 
the boundaries of that cohesion. But, for the time being, the 
bnundaries had held. 

When my obsession began to gnaw at everyone, they were always 
able to bring me back; most importantly, my husband »:as always 
able (with very compassionate and well chosen words) to make me 
see how far from home base I had drifted. I remember, at one 
point in time, seriouc^ly considering taking Sara and leaving my 
family, not because things were bad at home, but because my 
husband and my daughters had all become hindrances to what I 
wanted to do — focus every waking moment on Sara's development. 
When I told my husband about this thought, I remember clearly the 
look on his face. It was the look you might give a formerly sane 
person who had just suggested jumping the Grand Canyon on a 
motorized skateboard. The look was followed by a series of 
rational questions: "Where would that leave me? Where would 
that leave Janie and Jess? Do you honestly want them to grow up 
without you?** Of course, that was not what I wanted. But, the 
forces that pulled on me every hour of every day were taking 
th'^ir toll. They were wounding my relationships with th^ people 
I value most. They were, at times, making me crazy. 

So, where did this obsession come from? In large part, it came 
from who I was, from what "baggage" I had brought along with me 
from my life before Sara. I was a teacher. And, though I had 
never focused in my professional life on teaching children with 
special needs, I knew a lot about how "normal" kids learn. Time 
and time again, I was told by friends, family, and professionals 
how lucky Sara was to have me for a mother. In some ways, I 
guess I felt I had to be the person that everyone expected me to 
be. I had been good at my profession, had quit only because the 
pull of full-time motherhood was so strong in me. Nov, I would 
be both mother and teacher. This child would need me more, would 
need me longer than my other kids would. I wanted desperately to 
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I plunged headlong into that task. I read everything that had 
been written on Down Syndrome. I badgered my pediatrician and 
hone trainer for more current information. I joined a support 
group and listened to what other parents were saying. I signed 
Sara up with CO-TEACH months before she was of acceptable age. I 
made myself a nuisance at the library. I counseled parents of 
newly diagnosed kids, lest they be given outdated data. I 
investigated vitamin therapy, sheep cell injection, and the Doman 
Method. And, I did learning programs and took data — mountains 
of data. I was praised by my home trainer. She held me up as an 
example to other parents, if she suggested it, I did it. when 
the state sent its people to evaluate CDC, Sara and I were there 
to show them how wisely the money was being spent. 

So, the obsession began with who I was. it was, however, fueled 
by professionals who perhaps became my unwitting accomplices. i 
remember being asked at our first home visit how much time I 
would have free to work with Sara. I answered by saying 
"whatever it takes." Then I asked how much time would be enough. 
The answer came back "more is better." In retrospect, the 
pattern began with that answer. If aore was always better, how 
could I ever do enough? 

When I ran three home programs successfully, (doing 10 trials a 
day, seven days a week, taking copious data on each one) then my 
trainer added two more programs. I probably asked for more, i 
really don't remember. I do know that I wish that someone had 
stopped me at that point, had said "enough, already!" I wish 
someone had pointed out to me how much incidental/naturalistic 
teaching I was doing every day, had pointed out just how valuable 
that kind of teaching is. Had I the chance to do it over again, 
I would never touch a data sheet. I would teach Sara as I have 
my other kids, incidentally, all day long, intuitively. I firmly 
believe from my reading and my experience that kids, be they 
normal or not, learn best incidentally; that kind of knowledge is 
the easiest acquired and the best generalized. Data based 
instruction has its place — I know how valuable it can be — but 
its place is not in my home on my dining room table. 

I do not regret the time I spent teaching Sara in those early 
years. She has progressed wonderfully — she's bright, she is 
sensitive and I love her in ways most people never experience 
loving anyone. I am fortunate to be her mom. But, I do regret 
the time away from my husband, my other kids, myself, it was 
pressure l put on myself. Perhaps it was my way of coping with 
an unknown future. I would never do it that way again. 

By the way, Sara's home trainer was, and still is my friend. She 
did many wonderful things that anyone who is working in this 
field should do. Many times she was the only ADULT PERSON that I 
had to talk to during the day. I relished her weekly visits. I 
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depended on her expertise. She always took time to listen to me. 
She was NEVER in a hurry to be somewhere else. She often spent 
the two plus hours talking to me instead of working with Sara, 
and never once gave me the idea it was time wasted. She helped 
us sort out priorities and run the gauntlet of professionals we 
would need to even keep Sara alive for the first two years. She 
helped me to see what had to be done today, what could wait a 
week, what could be put off indefinitely. She helped me regain a 
sense of control over my life. I will always owe her far more 
than I could e/er repay. There is supreme irony in the job she 
does, because if she does it well, her families no longer need 
her: family eapovenieiit at its optimal result. 

How good it feels to not need her any longer, to have some sense 
of normalcy in our lives, and to know that we are not alone in 
our quest to help Sara be the best that she can be. 
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1. BE AWARE OF THE RISK TO YOUR MARRIAGE. Parents of children 
with handicaps are at great statistical risk for marital stress, 
separation and divorce. Watch out for the common problems: lack 
of quality communication, lack of time spent together, apathy, 
exhaustion, and loss of commitment to overall family welfare. 



2. MAKE TIME TO BE TOGETHER, UNINTERRUPTED AND ALONE. How much 
time you need depends on you, but, usually several hours each 
week are necessary. Use available respite services, and when the 
respite money runs out, bite the bullet, and make child care 
money a priority budget item. 



3. MAKE SURE EACH PARTNER IS GETTING ADEQUATE REST AND SOME TIME 
TO THEMSELVES. People who are exhausted cannot be good decision 
makers. You are more likely to have a ••fight" if either one of 
you is always tired. 



4. SHARE YOU FEELINGS ABOUT YOUR CHILD WITH YOUR SPOUSE. 
Frustration, triumph, and even agony are easier to bear when you 
have someone sharing them. When you carry the burden of those 
feelings alone, it causes resentment, bitterness, and anger that 
can eventually destroy your relationship. 



5. USE ALL THE SUPPORT SYSTEMS YOU CAN FIND. Resources, both 
formal and informal, are in place to help families survive the 
stress of parenting a child with handicaps. Parent support 
groups can work wonders. Marri age counseling can enrich, or even 
save a marriage. Use respite. MSVIR turn down a family member or 
friend who offers help* Tell them what you need. ALWAYS 
RBNBNBBR THAT YOU RAVB THE RIOHT TO A8X FOR HELP. YOU D01I*T HAVE 
TO DO TRI8 KLOm, 

6. SIMPLIFY YOUR LIFE AS MUCH AS YOU CAN. If that means giving 
up one therapy session a week for your child, or using your 
family and friends for support, do it. It may mean your 
survival. Try to schedule one day a week when you and your 
family don't have to go anywhere or do anything if you don't want 
to. 
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7. KEEP IN MIND THAT THE NEEDS OF YOU CHILD WILL SOMETIMES BE 
OVERWHELMING. All the support services In the world cannot 
change the fact of your child's disability, but they can be used 
to help you mesh your child's needs with those of everyone else 
In the family. Your survival as a family Is the goal, and with 
that In mind, structure your lifestyle to meet not exclusively 
the needs of your child with disabilities, but the needs of aJl 
of you. 



8. CONSERVE YOUR STRENGTH AND SET PRIORITIES. There is a time 
to fight for what you Icnow is right for your child, and a time to 
back away from the battle. Don't feel you have to fight every 
battle to the finish. Sometimes compromise is the best way to 
alleviate stress. Save yourself for the battles that count most. 



9. KNOW THAT YOU HAVE A CHOICE. You may need to totally alter 
your life's dreams and plans, and restructure your life around 
your child for a time (sometimes a very long time) . But, 
eventually, most families can find ways to go on with those 
dreams and plans, making modifications to allow for their child's 
presence, but not letting their dreams die along the way. 
Persistence and tenacity go a long way toward finding solutions 
to what seem to be insolvable problems. PBR8IST AND BB 
TBMACIOUS. 



10. KNOW THAT YOU ARE NOT ALONE. Although most parents will 
never know the heartbreak of parenting a child whom many in 
society see as "less than perfect," there are many who walk in 
your shoes each day. Take strength in knowing that the world is 
a much better place today for our children and our families than 
it was even ten years ago. 



in 



oo-moi frMolMoX vrogm 
olTisioB of MaoatioMl BM^areh aad 0«rvie« 
•ebeol of Bduoatloa 
OaiTorsity of Xoatana 
Miasoula, Mf S9tl2 
(40C) 243-Sa44 

*Most pttopls llv«, vhttth«r physically, int«ll«ctually or morally, 
in a vary rastrictad circla of thair potantlal baing. Thay naka 
usa of a vary aaall portion of thair possibla consciousnass, and 
of thair soul* a rasourcas in ganaral, auch lika a nan who, out of 
his vhola bodily organism, should gat into a habit of using and 
moving only his littla fingar. Graat amargancias and crisas show 
us how much greatar our vital rasourcas ara than we had supposed. 

William Jamas 



*That which doas not kill us makas us stronger. 

Nietzche 

*Ha who laarns must suffer. And even in our sleep, pain that 
cannot forget falls drop by drop upon the heart, and in our own 
despair, against our will, comas wisdom to us 

Anonymous 

*Our purpose in life is not to be happy. The purpose of life is 
to matter, to be productive, to have it make some difference that 
you live at all. Happiness, in the ancient, noble verse means 
self -fulfillment and is given to those who use to the fullest 
whatever talents God or luck or fata bestowed upon them. 

Authur H. Prince 



*If he could speak to us ha would say, "Love me with smiles and 
laughter* .. if you can only love me with tears do not bother to 
love me at all.** 

Parent of a child with severe and multiple handicaps 

*Please remember that it is not always easy for others when 
suddenly confronted by what is to us both familiar and dear. Who 
can tell what people must overcome inside themselves before they 
can love a child for only what she is? 

T. DeVries (in the book Xbft SiiOXX. Ql Jan ) 
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♦•can't aha avar gat battar?- a littla girl aaJcad »• Pf^^ 
"MO that'a not poaaibla," I rapllad. "But I thinJc 
S?t?^^aw£ul -'aha criad out vit^ taara in har ayaa. -Yaa, ao do 

1 -but look at bar. You and I oan ba urtiappy about 

it, but ^ha^a vary happy. Sha laugha and anjoya Ufa. Coma, 
lat'a join har.- ^ convarsation in tha park 

*Paopla ara alwaya blaaing thair circjmatancaa for J^at thay ara. 
T 3on»t baliava in circuMtancaa . Tha paopla who gat on In this 
lotll ara^'tirpaopl. who gat up and look for^tha circumatancas 
thay want, and if thay can^t find tha., .aka tha..^^ ^^^^^ ^^^^ 

*Ha who haa a why to liva can baar alaoat any how. ^ietzcha 

*Lifa doaa not caaaa to ba funny whan paopla dia any aora than it 
caaaaa to ba aarioua whan paopla laugh. ^^^^ ^^^^^ 

*Vou gain atrangth, couraga *nd <:onf idanca by avary .^^^ in 
which vou raally atop to look faar in tha faca. You a^^* af"^*.J° 
^•i^«^vourValf -I livad through thia horror. I can taka tha 
j:it JhlSrSit'coiai a!ong.- ?ou au.t do tha thing you think 

you cannot do. Elaancr Rooaavalt 

*Haaling ia aattar of tiina, but it ia aomatina also a nattar of 
seizing opportunity. Hippcr'-ataa 

*Caatiny ia not a aattar of chanca it i» * ^VrTL^'lcSatSd*' 
4« i ttiLna to ba waitad for, it ia a thing to ba acniavaa. 
is not a tning ^o am w«xu«« William Janninga Bryan 

*Thara ara two waya of apraading tha light: to ba tha candla or 
tha mirror that raflacta it. ^^^^ Wharton 

♦YOU aaa things? and you aay, -Why?- But I draam of thinga that 
navar wara; and I aay -Why not?- ^^^^ ^^^^ 
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*W« ar« vlda-«yad in contaaplating tha possibility that lifa aay 
axist alsavhara in tha univaraa, but va vaar blindara whan 
contaaplating tha poaaibilitiaa of lifa on aarth. 

Norman Cousins 



*Don't walk away from nagativa paopla: runl 



Anonymous 



EBlly P«rl Klngsl^y 



**I am oft«n asked to dascrlb« tha axparlanca of raising a child 
with a disability - to try to hslp paopla understand it, to 
Imagine how it would feel. It's like this... 

"When you're going to have a baby, it's like planning a fabulous 
vacation trip - to Italy. You buy a bunch of guidebooks and make 
wonderful plans. The Coliseum. The Michelangelo David. The 
gondolas in Venice. You may learn some handy phrases in Italian. 
It's all very exciting. 

"After months of eager anticipation, the day finally arrives. 
You pack you bags and off you go. Several hours later, the plane 
lands. The at«wardeas comes in and says, "Welcome to Holland." 

"HOLLAND?!?" you say. "What do you mean, Holland? I signed up 
for Italy I I'm supposed to be in Italy. All my life I've 
dreamed of going to Italy. 

"But there's been a change in the flight plan. They've landed in 
Holland and there you must stay. 

"The Important thing is that they haven't taken you to a 
horrible, disgusting, filthy place, full of pestilence, famine 
and disease. Ic's just a different place. 

"So you must go out and buy new guidebooks. And you must learn 
a whole new language. And you will meet a whole new group of 
people you would never have met. 

"It's just a different place. It's slower-paced than Italy, less 
flashy than Italy. But after you've been there for a while and 
you catch your breath, you look around, and you begin to notice 
that Holland has windmills, Holland has tulips. Holland even has 
Rembrandts . 

"But everyone you know Is busy coming and going from Italy, and 
they're all bragging about what a wonderful time they had there. 
And for the rest of you life, you will say, "Yes, that's where I 
was supposed to go. That's what I had planned." 

"And the pain of that will never, ever, ever go away, because the 
loss of that dream is a very significant loss. 

"But If you spend your life mourning the fact that you didn't get 
to Italy, you may never be free to enjoy the very special, the 
very lovely things about Holland." 



smrRiDZMO 

Jan Splegle-Marlska 



Soaring highar and higher toward 

The neighbors trees 

Slcyriding on a scooter that 

Two weeks ago 

She was afraid to sit on. 

When did she conquer it? 

Getting off, she pushes, watches, 

Does it again. 

Chagrinned, 

I realize what I thought was 
"REPETITIVE STIHUIATION" 
Was actually problem solving. 
Experimentation . 

To share 

She runs inside 

Persuading 

Cajoling her little sister to 

"WATCH ME OUTSIDE" 

Soaring, both sides of the scooter 

Full 

With giggles and screeches and 
Wind blown hair. 

Teaches pumping and "be carefuls" 
Likes the big sister role 
Denied in so many ways 
How good it must now feel. 

Spring greens and grows 

Unsteady at first 

Like her 

Fits and starts 

Cold and warm 

Undecided 

Then, progress. 

Plateau. 

Inevitable, they say. 
I think not. 
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This booklet is dedicated: 



To our kids, the regulars and the irregulars: 

Jessie, Jamie, Sara, Joel, Sean, Brendan, Michelle, 
Ryan, Melissa, and Keough. 

To our husbands, who have backed us all the way: 
Bud, Fred, Jim, and Patrick. 

To friends and professionals who came through when it counted 
if we named them all, it would fill the page. 

To all the other families who belong to the club. 

To those families who will join up later — all our best 
hopes are with you. 



We would also like to thank the National Information Center 
for HandicappeH Children and Youth for allowing us to include 
some of their material on parent support groups. 
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PREFACE 



Tha authors of the articles in this booklet are all mothers of young 
handicapped children who live in Missoula, Montana. Two of the women have 
a child born with Down's syndrome, one has a child with cerebral palsy, 
and one has a child with a rare form of epilepsy. 

Jeannie, Kathy, and I first met in 1981 when another parent convinced 
the local YWCA to offer part of its space twice a month for a parent support 
group meeting. It is fair to say that while each of us was somewhat leery 
of walking Into a group of unknown people, each of us felt a need for some 
kind of non-professional ly oriented coninunication about our children and 
our lives in regard to our children. 

We have been meeting ever since. We have discussed everything under 
the sun, it seems — from how to get a disinterested youngster to want to 
crawl (a dirty ashtray set two or three feet beyond reach worked like a 
charm for my daughter), to handling a non-handicapped sibling's craving for 
attention, to methods of dealing with slow or recalcitrant insurance 
companies, to where one can find a liquor store in Salt Lake City if one's 
child is there for surgery. No subject has been too large or too trivial 
for attention. We have found in most instances that if something is 
bothering one of us, it is also bothering the rest of us or has in the 
past. Sometimes we've even found solutions. 

In the fall of 1982, after a year and a half of meeting at the Y, 
several of us started a campaign to convince the school board to reinstate 
its preschool for handicapped children, dropped two years before in the wake 
of federal cutbacks to education. We were told by professionals in the 
field of handicapped services, by school administrators, by school board 
members and by others in the community that we were fighting a lost cause, 
beating a dead horse. 

Yet In September of 1983, the preschool reopened on a half-time basis, 
voted in unanimously by the school board. Even more miraculously, it was 
funded in the main by money collected through the local school mill levy — 
the first time that levy had ever funded direct services to handicapped 
children of any age in our town. In the fall of 1984, with no further 
prodding by parents, the board decided to expand the program to two half- 
day sessions. 

This was possible because parents, board members, and administrators 
came to trust each other and see each other as more alike than different — 
each of us with needs and each of us with responsibilities. But what made 
the beginning possible was the trust established over a period of time among 
the parents in the support group. There was incredible tolerance for missed 
meetings, delays and snafus because each of us knew the problems the others 
faced. We all had similar problems. We bouyed each other up and calmed 
each other down. 



'^1 



4 



As August 1983 approached and a final deelston ctni h.M -«» i. 
on the preschool . m met Jan. She had been fS ?o2lng ite Issu^^^ tZJUlt^ 

spa« 

functioning group was a big help. already 

on Ea?;^^i^,?Kd'ih.x%it:^:.sihi^^^ ^^^j™ 

parent panel on subjects we had heard come time and hII S"^*!*"* * 

.t 0. two, t™. . Ki-tV "S. mJwl^S 

" difficulties parents have in being accepted as reliable oYx^ruavt^ 
many members of the n«d1cal and seVv1ce?prov?L? clJll5Jn1??ls 

" L^*r®"**I support groups, but a lack of knowledae as to 

how to get one going or where to find an existing g?S^p! 

- reasonable ways for parents to choose among or resolve confiirt<nr, 
professional advice about one's child. '^soive conflicting 

" J!^^ of politically affecting the community in regard to institutina 
or continuing services needed by one's child. instituting 

We we!!e n^pd'K^f**/"? fl^««** enthusiastic reception we received 

beginning their long, tough mem5ersh?S^''Jiie1luTJ''\ISr??™o"u*v:'Se?e^! 1^^ 

best pm'rthr.K;Vt?jr:as*tarir;:j2'Ss'M ^,J^x.Tf r- 

nonnal responsibilities. I don't think « stopped^a^lSS ^o? ™~ than"^n'''''' 

lMte?rs?o^^^?ra^f':I^„^^ 

to and froSllul^gfiiJS'co^er? e^ e' f n'd'SellJ HnCtr?n°S 
pi lows and blankets and paperback novels and (unbelievable ) no kid* ,nS 
talking away and laughing our fool heads off. ' "o kids, and 




J^" P'!?!' collection were originally written for 



Q who really are here to help me. 
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Becoming a Detective in the Medical Contnunlty 

Kathy McGlynn 



What I have to say about becoming a detective in the medical conmunlty 
Is based upon my own experiences with my son, Sean, who is now 8. After 
giving you a short history of our situation, I would like to offer some 
suggestions for the consideration of others who may be facing similar 
frustrations. 

Sean is our middle son and was born with a peculiar sleep disturbance. 
The problem consisted of repeated, loud crying and terrifying screaming 
outbursts which lasted anywhere from a few minutes to several hours at a 
time, and occurred during naps as well as each night. At times it was so 
horrible that it sounded as though he was undergoing some kind of surgery 
without anesthetic. 

We tried everything we could think of to comfort him, but nothing 
worked. We were puzzled that he always seemed fine when he woke up and 
never appeared to be afraid of going to bed. Our pediatrician recomnended 
neurological testing, which revealed nothing, and experiments with drugs 
brought little relief. 

By the time Sean was 18 months old his violent, nightly screaming 
had created a life-threatening situation. I didn't know which would come 
first: my death through exhaustion, or his— through ny deteriorating 
abilities to care for an Infant. I sat like a zomb1e»with reflexes to 
match. I couldn't think straight. I couldn't concentrate on anything. 
My body was shutting down. With no relief in sight to counter the 
increasing physical, emotional, and spiritual exhaustion it wasn't long 
before panic and despair rushed through me. We were caught in a downward 
spiral that was certain to do us in as individuals, a family, or both. 

Our frustrations through all this were maddening. Given the absence 
of any clinical evidence and the doctors' lack of acquaintance with the 
problem, I became increasingly worried that the doctors either couldn't 
believe me or thought I must be exaggerating — or had me pegged as, 
God forbid, a neurotic mother. Indeed, the whole scene had the makings 
of a good psychological horror film. 
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was avanSh?I'wfl?!l ^"^gested we seek more sophisticated testing than 
was available locally, so we traveled to Seattle, confident that 2t iSe*. 
the matter would be brought out Into the open. d aSnSsed and U1d ti J«t 
Instead, the same EEG and neurological testing was oerfoil^d thl JL^^* 
MrJlj;!?!"'' "^'^ ?-b"?em":as''s»y'S?s^?^^^ 

It Is Important to note the fallacy In this thinklna* a lark of rrr 
ViltZl o^^f^Z"-^ activity does not necessarily I^Sn thit So se W 
disorder exists unless we make the untenable assumption that all EEG 

«f K 1^"^^ subsequently advised to seek psychological help In the area 

In spite of Sean's repeatedly normal test results, a diaanosU of 
seizures seemed the most plausible at this Mint At .™ ? 1 
sent to the Mayo Clinic lli holes of set^ n^ he ,«ue ^e^e^e^SI* 
diagnosed as having not seizures but rather night terrors Th. ,™3(t<„ 
was described to us as a neurological iuZZtcl of s"elp fJSS Mcl Z 
person cannot be aroused. Sean was taken off his two ant1cSl«„?s * 
(the only drugs that had worked so far) and placed on sedatlCes ^ith 
much to our collective dismay, had no effect. se<"«"ves which, 

dete™tn:5^'??L" SSf wha°t'2;slo?nroS!'* ' '"^ 

luck '*%r«S'on''„I!^'".!Ji;'*f' «ete«1ve work and a lot of 

^n^^^^s!^rkryr?h?K;; .l'i^iz'^ii ^ 
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2. Know what you're talking about > In addition to your own notes, 
keep daily, written records that list specifics desired by people whose 
opinions you trust. For example, one doctor told me, "I want to know the 
length, frequency and intensity of these crying spells. You put one eye 
on the kid and the other eye on the clock." By doing this we could then 
report, for example, "We had 25 outbursts last night, the first starting 
at 10:30. They lasted anywhere from five mlnutos to an hour and a half." 
The records enabled us to look for patterns in Sean's sleep behavior but, 
unfortunately, there didn't seem to be any. 

3. Keep talking to people -» eventually you may get a number of 
viable leaHst Nobody we knew had a problem like ours, but we were able to 
move closer to an answer by following up on others' remarks. For example, 
a woman I worked with had a son in paramedic training in Seattle. I never 
met him, but he took it upon himself to ask the neurologist he worked with 
about Sean. That doctor said, "That's nocturnal epilepsy, and the only way 
you can deal with it Is with drugs. Since the problem has been present 
since birth. It can't possibly be behavioral." 

4. Research the problem on your own . Doctors frequently have neither 
the time nor the impetus to delve into your particular problem. I went to 
the library and started looking up terms and drug names I'd latched onto. 

I soon located an article that dealt with the potential significance of 
unusual nocturnal problems in the first decade of life. (The article, by 
the way, had been printed 11 years before and someone among the many 
specialists who saw Sean should have been aware of it.) The senior author 
of that article subsequently diagnosed Sean -- by mail, no less! Other 
research possibilities include scanning letters from other parents in the 
Readers' Forum of Exceptional Parent: magazine and doing a computer search 
using likely terms or names. Ana there is always interlibrary loan. 
Oon't be afraid of the technical stuff -- it's not that hard to decipher. 

5. Consider what you're told in relation to what you've observed . 
For example, we were told that Sean was a behavior problem, okay, then why 
wasn't he afraid of going to bed? Why did he deny having bad dreams? Why 
was he never aware of his violence come morning? Why was he so good-natured 
and enthusiastic during the day? This explanation for our little Jekyll and 
Hyde just didn't make sense. Do not downplay your observations they can 
be the central clue to the mystery. 

6. Think it through . If the doctors say they can't find anything 
organically wrong and tne psychologists can't find any social or emotional 
factors to explain the behavior, then what else is there? Demonic 
possession? I actually had one person tell me to take my son to an exorcist, 
and she wasn't joking. 



7. Find the right specialist . You have to find a doctor who believes 
you are a rational , observant person and that credence can be placed in 
what you say. Things to consider: Is he really giving you his undivided 
attention? Is he interested in what you're seeing and finding? Does he 
understand the family dynamics InvolveH? Rieep going until you find this 
person. If he doesn't know very much about your particular problem, ask 
him what he plans to do to find out. Remember, even the experts can be 
wrong. This pursuit is not "doctor-hopping." It Is a legitimate search 
for an answer. A support group can give you leads here, even if no one 

in it has a problem like yours. 

8. Check out other professionals . I got all kinds of leads and 
assistance from our pharmacist. He recognized my frustration and immediately 
offered to help. He willingly answered my endless questions about the drugs 
we were trying, obtained additional information for me whenever I needed it, 
and helped steer us in the right direction. In the absence of any hard data 
other than our nightly record, which by then showed improvement in response 
to drugs, he was one of the first to support our eventual diagnosis of 
temporal-lobe seizures ~ rare in children, but nonetheless real. 

Systematic pursuit should help you find what you need. Don't give up 
although it may take far more time than expected before you are satisfied. 
Although anticonvulsants had stopped Sean's crying and screaming by age 3, 
it took six years for us to pin down exactly what was going on. I continued 
my search because I kept wondering If we were drugging Sean for his own 
benefit or for mine. 

In any event, take the bull by the horns. Leave no stone unturned. 
Keep asking questions until it all makes sense. Good luck! 
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Suggestions for Being a Detective 

1. Be specific about the problem. 

2. Know what you're talking about. 

— Keep dally, written records that list the specifics desired 
by people whose opinions you trust. 

" Look for patterns of behavior and response. 

~ Note anything that strikes you as relevant. 

3. Keep talking to people until you get some viable leads. 

4. Research the problem on your own. 

— Search the library's available books and references. 

— Scan the Readers' Forum of Exceptional Parent marazine. 

— Investigate computer searches. 

— Utilize interlibrary loan. 

5. Consider what you're told in relation to what you've observed. 

6. Think it through. 

7. Find the right specialist. 

— Go for additional opinions. 

— Try a support group for names and leads. 

— Make inquiries of people who have similar problems. 

— Contact your local medical board. 

8. Check out other professionals: 
" Pharmacists. 

— Nurses, 

" Psychologists. 

— Teachers, 

o 
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Finding and Founding Support Groups 
Jan Marlska 



I'm going to talk to you about support groups, but before I do that, 
I want to talk about Isolation. Isolation, for our purposes, can be defined 
as being the Mom or Dad of a handicapped child In a world of "normal" 
families. Put simply. It Is the feeling of being different and alone — the 
feel Ing that you are the only one that has your problem. 

When my third daughter, Sara, was born with Down's syndrome. Isolation 
Is what I felt. I had what seems to have been a unique experience in that 
I was surrounded with supportive people at the time of Sara's birth and 
diagnosis. The medical people who dealt with us were very sensitive; my 
husband and close family were incredibly helpful; our friends were trying 
desperately to understand what had happened. Yet, through the first few 
weeks I felt Isolated -- almost as if I were Insulated from the very people 
who were trying to reach me the hardest. In those first agonizing days, I 
felt desperately that no one, absolutely no one, knew what I was going 
through. 

In a year's time, a lot has changed. If people had told me a year ago 
that today I would be part of a panel presentation on handicapped kids, I 
would have laughed In their faces. The changes In my life have happened 
primarily, of course, because of Sara. But In a large part they have 
happened because of a group of people I met through the local YWCA in 
Missoula. I belong to a support group for parents of handicapped children, 
and to say they have helped me is to make the understatement of the year. 
To be with them is to no >onger feel Isolated . 

I chose to talk today about finding and founding support groups because, 
when I look back on the last year and pick the one thing that allowed me to 
hold myself together. It would have to be the people in that group. 

Our group does not Intend or pretend to replace physicians, therapists, 
or other professionals. We function In the belief that nany of our needs go 
beyond the bounds of formal service measures. What we can offer each other 
is uniquely ours, because we all have paid our dues. We all have "been 
there," and we all know how It feels to have a child who Is way less than 
perfect. 



To people who live with exceptional children, the problems associated 
with just getting through one more day can be ove^whelmlno We hl« a1 l 
the problems and obligations that ordinary families have"'ilui ojr 
situation Is. at the very least, different. Talking to otKir oeoole who 
have had days much 1 1ke your own provides an emotional oStllt that a? 
least In my experience, cannot be found anywhere else. 

Talking with anyone helps, but talking with another person who actually 

^tZl^'^l I' ^"f^'- A" of "S have had a best friend -- wSeSHTCRS^ 
accepted what we had to say at face value, who understood our iti«^.L 

HXn'i'^"^'- "'IP the rough s?o?s Thai 7s Zt 

the people In our group are to me. If I didn't have them, I'd be okav but 

{ «ul5^i;rji?l?''tJ.' ' "^^"^ '•'^'> tHan 

such ?h%^ ?r;'.?yTcaT^luV" Ihrc^TCySntLVruT^^u^^ 11 
iZl .ln"Jf^ "l P^'P'* to '"are their iommon concerns iver coffee 

«o?din«Sr, ""Si!' conmittees and salaried program 

Sn^n Some groups organize around one specific handicap, but most 

open their membership to families whose children's problems nclude a Stole 
range of handicaps. In rural areas some groups even meet by ra 1 clninS 
together to share their feelings face to face only 1nfrlque«W Thra^Lt 
Zll '^"LIT"'' t"*'^ st^clJj/iheJ'^o'nr 



f„n^t?S!! """S structured, the groups all seem to share some comnon 

functions. First and foremost, they offer mutual support bv leswninn7h2 
isolation that people with special kids often feel! "^They provldl a S?a« tn 

scie ?Utf "incyde^?.??" r''t '^l"^^"^ undeS e«ar? 

scientists, incidentally, have found a strong link between the strennth nf 

our social support systems and our mental health. Such sCpport c[m?1 J 

influences our ability to handle the stressful events in oS? lives 

?rn%V?Se\^i:t?ot?^slcfSnon^or'^e?:?d:d«^ 

fete^^:aTc%a%-^^^^^^^^^^ 

m rac es. It was a group of parents In Missoula who convinced oS^^holl 
^if^if* *^'^^"'i'"?.^P'■*"=^~^9'••" ^o'- handicapped "hlld^eJ had 
SS"?"- f"": ' '"""P parents who will go to the wxt session 
of^the Montana Legislature to propose'lISt-Juch preschSols be mandued "^e- 

Third, support groups allow parents to share valuable information and 

t^JJl PeXlaflcian In town is fSTou? kid? 

to where to find diapers that fit a 5-year-old kid. 



Fourth, a group allows Its members access to professionals In the 
conmunlty from whom they might not otherwise have been able to gain 
Information. Because many members of our group have children with 
genetically based problems but may wish to have further children, there 
is a great deal of interest In amniocentesis. Although none of us on our 
own would have asked our obstetricians to spend two hours discussing 
amniocentesis with us, as a group we were able to ask in an obstetrician 
who did spend t lat much time with us. And In the group setting we felt 
secure enough to ask all the questions we wanted answers to. 

So, how do you go about finding out whether a support group exists In 
your area? If you are working with an early intervention team, they should 
know if such a group exists. The Comprehensive Development Center in 
Missoula routinely makes referrals to our group. You can ask your doctor 
or call the local AMA. You can contact the county health nurse. You can 
call local organizations who are likely to sponsor such groups, such as ARC 
or the Easter Seal Society. Special -education teachers or the local PTA 
may be or help. Many larger support organizations are listed in the Yellow 
Pages under "psychology." Local newspapers often carry bulletins of upcoming 
meetings; scan them for mention of a support group. You can also write to 
the state Special Services Office or to the Office of Public Instruction. 
If you strike out in all those areas, it's probable that no group exists 
so start your own! 

You can start your own group by finding one other parent with similar 
concerns. Things can get sticky here because, with the law governing 
patient/professional privacy, a professional (who is the most likely person 
to know of someone else in your situation) cannot give you tFe name of that 
person. The law, however, can be circumvented if you give the professional 
your name and telephone number and ask her/him to pass on that information 
to other people in your area with similar problems. 

To contact people nationwide, you can write to publications for parents 
and professionals that carry a letters column. The Exceptional Parent 
magazine has been an invaluable tool used by members of our group to reach 
other parents with similar specific problems. There are also three national 
organizations in existence whose specific goal is to match parents through 
the mail. They are listed on one of the handouts. One of them, Pilot 
Parents, will provide a kit to help you get started with your own group. 



SOME THINGS TO REMEMBER THAT HAVE WORKED WELL FOR OUR GROUP 

1. We try always to keep in mind that no problem with a child is small . 
Some handicaps are temporary or less severe than others, but to the 
parents who are dealing with that problem it is the biggest thing 
they have ever had to face. We strive for sensitivity to everyone's 
needs. 
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2. Making personal contact with other parents is the best way to get 
them to come to your group. If you can, CALL THEM and invite them. 
If it seems less threatening, have someone in the group meet with 
them one-on-one before asking them to face a group Provide 
transportation, especially the first time they come to a meeting 
See about carpooling later on. 

3. Our group welcomes children at our meetings simply because a lot of 
us could not get there if we had to get sitters. Their laughter 
and screams penneate our meetings much as they permeate our lives. 

4. We have tried to be as unrestrictive as possible. We discuss all 
kinds of handicaps. We welcome fathers as well as mothers, single 
parents as well as rouples. The more people who come, the more'we 
all seem to benefiv, the more our problems are put into perspective 
the more we realize how well we actually are coping and how much ' 
Insight we have gained. — 

5. We have been happier running our group ourselves with very little 
professional help. We sometimes invite professionals in to speak 
or to listen and we are told by them that they have grown much in 
their understanding of our needs simply by listening to us. 

6. Meet on neutral ground if you can. It is somehow much less 
threatening to go to a meeting room in a building than to walk 
into a stranger's home. Most civic organizations have rooms 
available for such purposes and, if nothing else is possible, even 
a restaurant is preferrable to a private home. 

7. It may help to know that we do a lot more laughing together than 
crying. Although we often come in the door frustrated, angry 
bitter and feeling helpless, we rarely leave that way. Support 
group is generally not a place where people come and fall apart 
at the seams . If and when that does occur, we can almost always 
paten the seams to hold for another couple of weeks. 

8. Some of our husbands are leery of what goes on at these meetings, 
we do have a few who come, for those who make It through the door 
once almost always come back again. We keep encouraging them, if 
It s a hopeless cause, we simply say. "You have your night out with 
the boys, and I have support group." In very many ways they serve 
the same purpose. ^ j ^ 

144...^? ^^7.1 ^ ^^^^ *o ^^^^ ^»^ese people and the ones back in 

Missoula who did not come with us today have shared my worst agonies, but 
more often they have celebrated with me ny happiest moments. They have shared 
with me those little victories that to our children are not so ti^y At oSr 
last meeting we celebrated Sara's first birthday. In ways that ve>; few people 
will ever understand. It was a celebration of life itself, and of the fact ?hat 
none of us need ever be isolated again. " 
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»€RE TO eCT IN T«K»4 

Three parent groups that were started at 
the grassroots level and now have many 
local chapters are Parentele, Pilot 
Parents, and the National Parent CHAIN. 
Each of them Involves parents of 
Children with any type and severity of 
handicap. 

Parentete: An Alliance of Parents and 
Friends Networking for Those With 
Special Needs 

Parentele grew out of parents' needs to 
communicate with each other and work 
together to nwet the needs of their sons 
and daughters. The organizatim has 
representatives In each state* and Its 
Board has adopted these statenwnts of 
their phi losophy : 

We believe that persons with 
handicaps are valued, developing 
human beings with the potential to 
grow and contribute to society; 
We believe that parents are the key 
to developing these potentials; 
We believe exchange of information 
provides support and assistance to 
parents; 

Wc believe In parents' promotion, 

advocacy, and monitoring efforts; 
- We believe the expertise unique to 

parents makes a vatuabie 

contribution; 
~ We believe In a national linkage to 

strengthen and encourage parents. 

For more information, write tos 
Patricia Koerber, 1301 East 38th Street, 
Indianapolis, IN 46^5; or Elaine 
Clearfield, 310 South Jersey Street, 
Denver, CO 80224. 

Pilot Parents 

A group of parents of mentally retarded 
children started Pilot Parenf* In Omaha, 
Nebraska, in 1971. in 1974 the 
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organization expanded to Include p 
of children with any handicap. Pi 
Parents groups train parents to he 
other parents of handicapped child 
times of special need, such as at 
Initial diagnosis. For more infori 
on finding or starting a Pilot Par 
group in your area, contact Keryn . 
Omaha Association for Retarded Clt 
3610 Oodge, Omaha, ItC 68131. 

National Parent CHAIN: Coalition - 
Handicapped Americans tnformatioi 
Network 

National Parent CHAIN is a recent ^ 
to unite parent and parent/profess: 
groups across the country. Its ma. 
goals are: 

To link existing parent coaiit 
alliances, and other groups fc 
Information sharing purposes; 
To dissmtinate tin»ly Informat 
electronical I y; 
- To serve as a communications i 
between the States and the 
Federal governnwnt; and 
To affect State and public pol 
regarding the handicapped. 

For more information, write to: 
National Porwt CHAIN, 315 West Gil 
Lane, Peoria, IL 61614. 

Specific Disability Groups 

The National information Center for 
Handicapped Children and Youth has 
information about national organ izai 
and other parent groups. The addre^ 
of national organizations are I isle* 
the Fact Sheets on Specific HandicdKi 
State chapters of meny organization^, 
shMwn on the acccvr^any ing State Shee 
The State offices have information r 
chapters even closer to you, which y 
can obtain by writing or calling the 
The National Information Center for 
Handicapped Children and Youth has 
Information about paranf groups that 
serve parents of children with rare 
syndromes and also unaffiliated ioca 
parent support groups. For Ihase nam 
and addresses, contact us directly a 



14 



Posf Offict Box 1492, Washington, DC 
20013. 

Federally Supported Parent Programs 

Tha Division of Parsonnal Preparation, 
Special Education Programs has addressed 
the training of parents for a number of 
years. By I960, 10 projects were funded 
to begin a network of parent coalitions. 
A coalition Is described as one *'made u| 
of a broad spectrum of parent groups 
proposing to attend to the training of 
parents In the rights they and their 
handicapped children have under Public 
Law 94-142, and the ways they can 
exercise those rights in ensuring that 
their children receive a free, 
appropriate public education. The 
intent of the training is not 
adversarial, but a trained, 
knowledgeable group that works with the 
schools and other related service 
agencies to ensure appropriate 
programming for handicapped children.*' 
Current iy p 31 parent projects are 
supported. They are: 

Team of Advocates for Special Kids 
1600 East Laveta 
Orange, CA 92666 
Director: Jean Turner 

Georgia Association for 

Retarded Citizens 
1651 Ram Runway 
Suite 104 

Col lege Park, GA 30337 
Director: Mildred J. Hill 

La Grange Area Department of 

Special Education 
1301 West Cross! t Avenue 
La Grange, IL 60525 
Director: David W. Peterson 

Task Force on Education for 

the Handicapped 
812 East Jefferson 8oulevard 
South Bend, IN 46617 
Director: Kiemens S» Bartosik 



O.C. General Hospital 

Department of Pediatrics 

19th & Massachusetts Avenue, S.E. 

Washington, DC 20003 

Director: E« Elaine Vowels 

Designs for Change 
220 South State Street 
Suite 1616 
Chicago, IL 60604 
Director: Donald R. Moore 

Coordinating Council for 

Handicapped Children 
220 South State Street 
Chicago, IL 60604 
Director: Charlotte Des Jardins 

Southern Illinois University 
Department of Special Education 
Carbondale, IL 62901 
Directors: Pr iscil la Presley and 
Norma Ewing 

Federation for Children with 

Special Needs 
312 Stuart Street, 2nd Floor 
Boston, MA 02116 
Director: Martha Ziegier 

New Hampshire Coalition for 

Handicapped Citizensp Inc. 
P.O. Box 1422 
Parent Information Center 
Concord, NH 03301 
Director: Judith Raskin 

Lehman Col lege 

CUNY Research Foundat ion/H»H. 
Bedford Park Boulevard West 
Bronx, NY 10468 
Director: Brian Hurwitz 

Appalachian State University 
Human Development Research 

Institute 
Western Carolina Center 
Morgan town, NC 26639 
Director: Max Thompson 



Ohio State Universify Research 

Foundaf Ion 
Nat tonal Center for Research 

In Vocational Education 
1960 Kenny Road 
Columbus, OH 43210 
Director: Martin Richards 

Western Oregon State College 
Special Education 
345 North iWonmouth Avenue 
ilflonmouth, OR 97361 
Director: Thomas 0. Rowland 

Resources for Human Development inc. 
Action Alliance of Parents/Deaf 
120 West Lancaster Avenue 
Ardmore, PA 19003 
Director: Roberta Thomas 

Association de Padres Pro 
Brenstar de Ntnos tmpedldos 
de Puerto Rico, Inc. (APNI ) 

P.O. Box 21301 

Rio Pledras, PR 00928 

Director: Carmen Sel les 

PACER (Parent Advocacy Coalition for 

Education Rights) 
4701 Chicago Avenue South 
MIneapol is, «N 55407 
Directors: Paula Goldberg and 
Marge Goldberg 

Southern Nevada Association for the 

Handicapped 
1918 Pinto Lane 
Las Vegas, NV 89106 
Director: Vincent Trigg 

Montclair Board of Education 
22 Val ley Road 
Montclair, NJ 07052 
Director: Stephanie Robinson 

Advocates for Children, Inc. 
24-16 Bridge Place South 
Long Island City, NY 11101 
Director: Miriam Thompson 



Southwestern Ohio Coalition for 

Handicapped Children 
Social Information Center 
3024 Burnet Avenue 
Cincinnati, OH 45219 
Director: Thomas Murray 

University of Oregon 
Center on Human Development 
901 East 18th Avenue 
Eugene, OR 97403 
Director: Diane D. Bricker 

Teaching Research 

Oregon State System of Higher 

Educat Ion 
345 Nortti Monmouth Avenue 
Monmouth, OR 97361 
Director: William Moore 

I lA of World University 
Barbosa Avenue Esqulna 
Guyama Street 
Ha to Rey, PR 00917 
Director: John Hennig 

Education Advocacy for Children 

With Handicaps (EACH) 
P.O. Box 120731 
Nashvi He, TN 37212 
Director: Harriet J. Oerryberry 

Parent Educational Advocacy 

Training Center 
228 South Pitt Street 
Room 300 

Alexandria, VA 22314 
Director: Winifred Anderson 

PEP Coalition {Parent Education 

Project) 
United Cerebral Palsy of 

Southeastern Wisconsin, Inc. 
Suite 434 

152 West Wisconsin Avenue 
Milwaukee, Wl 53203 
Director: Liz Irwin 
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West Virginia Oeparfmenf of 

Educat ion 
OHic« of Special Education 
Capitol Complex, Building 6 
Room B-509 
Charleston, WV 25305 
Director: Wt I Mam L. Capehart 

PAVE (Parents Advocating Vocational 

Educat ion) 
1515 North Orchard 
Tacoma, WA 98406 
Director: Martha Gent i I i 



Center of Development Oisab i i i t i f es 
499C Wa t erman Bu { I d i ng 
University of Vermont 
Burl Ington, VT 05405 
Director: Wayne L. Fox 

Parent to Parent National 
University Affiliated Facility 
The University of Georgia 
850 Col lege Station Road 
Athens, GA 30610-2399 
Director: Sal ly B. Carter 
(Funded by the Department of Health e 
Human Services) 



l.iformat.on about Parents Helping Parents and other parent support 
activities is continually expanding. Please keep the National Infor- 
ma on Center for Handicapped Children and Youm informed about 
activities so that the information can be shared with other parents in 
your area. Innovative ideas and successes need to be shared. For new 
parents, there is a great deal of information available. Take and 
use what is he pful for you. Begin an information file and keep track 
of Ideas, etc., that may be useful later. Keep In tOLrn. 
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What to Do About Conflicting Professional Advice 



Jeannie Murphy 



Hy presentation concerns conflicting professional advice concerning 
your handicapped child. I chose this particular subject because of my son, 
Ryan, a 3-1/2 year old with severe cerebral palsy. Ryan has had problems 
since birth, but it was on a trip to Seattle for medical advice about his 
seizures that we were told about his cerebral palsy. That diagnosis has led 
us to seek professional advice about almost every aspect of his life. 

We have consulted with a wide range of professionals, including 
neurologists; opthalmologists; orthopedists; pediatric specialists; physical, 
occupational and speech therapists; hearing specialists; psychologists; 
neonatal ists; dieticians; and school personnel. Each specialist dispensed 
advice. The advice has ranged from "Take him home and love him" to 
"Institutionalize him," and has included everything in between. 

We have received advice and information about medications, various 
forms of therapy, orthopedic devices, glasses and surgery, classroom 
situations, how to handle Ryan in our home, and behavior modification. 
Many times we've been given medical ref rrals to yet another specialist. 
Ryan has been poked, prodded, and tested for years. We have not been 
"doctor hopping," it's just been the normal range of professionals one runs 
into when one has a special child. 

Along with most consultations, we received a plan of care for Ryan. I 
was trained at home in areas of physical therapy and handling. Programs were 
designed for me to carry out with Ryan that could and sometimes did take more 
than two hours each day. Additionally, he received three to four hours of 
therapy at a rehabilitation center each week, and we also took him to the 
local university for students in physical therapy to "practice" on him. When 
I add on time spent at doctors' appointments, in travel and in endless waiting 
we were spending 25 to 30 hours per week just getting Ryan to, from and throug 
therapy — more than half of it outside our home. 
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It was like holding down a full-time job with verv few frinaA honof,-** 

Skipped part or all of them for a day to spend extra tiL i?th ?S^ lU. 
or on housework, guilt overflowed. Were Ryan's needrgS nS S dlllld 
more and more of us as he got older until thVy to?a?ircon?i!lId Ss In? 

Eventually we reached a point when tryina to be all thinnc f« «ii « 
was impossible. Ryan was in the hospital « ? Jesuit J} Jhl flu an llnL^l' 
ItW: children does not require such extr|^"\5easures. As ? wu^Ked 
him lie there in the hospital bed. I benan to wonder just what we werr 
preparing him for? What had we done for Ryan so far thit ^al d^inrMm .nv 
good and would enable him to live a full life? ^ ^ 

called the mother of th« rKiS <n ,f helping kids like Ryan. 1 
conventional approachef towa?d'c!;il3r'e„'':?tri^^LrpS?sJ"'*'*' 
reall"beg'i:l" JKIhrSlli"-:'^!:*':*''^*'''^' '"^^'Py "t"""^ "W story 

To get through tSe ??;st 2- /1 ^aJs^nd'espec^aVJ'th?.''?,'.'/^ 

had^to approach conflicting ,'dvL ?rrp'r^?:s;?JJi;,rin' I'n'en^Is^^p''" 

I Offer son« reflections for consideration by parents In similar quandrles: 

1. Remeitiber that your child's well-being Is vour fir.t >nrf . » 
consideration. How does he respond to wh« is adJi«3» Z^V' 

Ryan is doing great. He Is happy! alert and %vlig every Sa" "" 

'f^'i ^TissinWci^ ;y 

I 5P«"<'„"«'ch more time with all th?ee chMdJen J[l 
proud that Ryan is improving because-wTTn have J par? VTu 

^' entered Into our decision Mv n,Mit <• 

"aXn'r?;;:%i3nhSr? j« air:^^°h"iid!^„^":rfii, 

feeling ab'out R?"*and his p«en??al ' « P^'^''^ 
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, , , :oncemed us. You a»y have a "Baby 

4. At times, legal factors have c^^f^^ that could be challenfed 
Doe" and may have to make decl 

legally. 

_ ^ ^ ^ ^. apy are a reality to consider. He 

5. The economics of care and ther^p^^^ low-cost Ideas to expensive 
received advice ranging from s. if oedlcal bills threaten all you 
orthoped c devices and surgery ^„to your dec'slon. Our medical bills 
have, this reality must enter ^ decided on our course of home 
have most certainly declined Sgg of ^ t8«ii of experts Me consult 
therapy, done under the guldan^ ^o Seattle. The expenses Involved 
every three months dur ng trip^ medica} bills. Me also feel the 
are far less than Ryan's format ^ our expenses for adaptive 
therapy we have chosen will cuig ^ ^^e lessening Ryan's chances of 
equipment in the future becaus< 

needing the equipment. 

^ - . ^ ..J,, i^at advised be Impossible for you 

6. Time isa,^^9 concern. Will wU the day to accowpUsh it 

to handle? Will there be enou^pons^^^ntles and needs in your li^e? 
and continue with the other resgn flan's therapy, but none in travjl 
we still spend 24 hours a ^eek ^i.ojyctive. 
or waiting. All 24 hours are p 

, , ^ , _ isideration. What do you hope for 

7. Long-term goals are a final consult of given advice? Our goal is to 
your child and yourself as a re.t potential. In our situation, our 
see Ryan function at his fuHeSchance of reaching that goal. 

home program gives us the best 



^ , . ^ , nfllcting advice. Seek second opinion 

Explore the many ways to resolve coiem. Consider whether a professional' 
Educate yourself about your chld's prob, can you live with it? Talk with 
suggestion is reasonable and makes sense the sair» thing. A support group in 
other parents who have gone through muchcause all of those parents have had 
your community is a terrific resource bei^ too. Weigh the possible alternative 
to come to terms with conflicting advice jitter than anyone who sees them once 
and trust yourself. You know your child ^p^r don't settle for the best sale 
a week, month or year. You are the const a decision. Decisions do not need t 
pitch and don t let lack of a decision b^th our home program took more than a 
be made overnight. Our decision to go wf 
year. 

... ^ . . , ^ ^ .lether their children are well or hurt 
All parents have choices to make. wht. No matter how old the children an 
and there will always be areas of confMc,ti„ues. When one problem is resolved 
or what they may be doing, the battle cof;p^„g yourself infohned and aware of y. 
chances are another will crop us. but kee y^th each decision, you lay the 
situation and child is your best defense.,^ as you make each choice tSt it does 
foundation for future decisions. Remembetinje, one day at a tine is enough for 
not have to be permanent. One step at a 
any of us to handle. 
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Being a Hosi Is a Political Experience 
Susan Duffy 



If there Is anything that parents of children with handicaps learn 
rapidly. It Is that services for our children are street to change due 
to lack of mney. Ignorance of their necessity or the tirfilBiS of those In 
positions of auttorlty. Although it is a pain in the neck to continually 
have to reinvent the wheel and re-educate the public. It Is a necessary, 
on-going process. 

Becoming the pareni of a child with handicaps is, for those reasons, 
one of the siost rapid boosts toward assertlveness that one can receive. 
It becanes a matter of survival — your own and your child's. 

Three adages come to nind: 

— The squeaky wheel gets the grease. 

— You catch more flies with honey than with vinegar. 

— Don't get mad, get organized! 

Saul Allnskey, a famous and unorthoctox labor organizer, once said, 
"You don't have to have the majority of the people for you, you just have 
to have the majority of the people not against you." Most people are 
apolitical or apathetic about sociaTcauses and, for the most part, that's 
okay. You cannot convince everyone of the righteousness of your cause 
anyway. The people you have to convince are those who have the power to 
make the changes you want to have made. 

When organizing for a cause — new services, expansion or upgrading 
of existing services, etc. — several points should be kept in nind: 

1. Exactly what do you want and wf^? If you can't get what you 
want, what are you willing to settle for? 

2. Who has the power to give you what you mnt7 How do they feel 
about the issue? What are their reservations and vihyf What 
part of the issue, if any, do they support? 



3. Has the cause been fought before? If so, by Mhen, and 
1^ did they 1o$e? 

4. What factual Information supports your cause? t^at factual 
Infonratlon needs to be overcone? 

5. What groups beside your oun have reason {you may have to think up 
the reasm for theo) to support your cause? What groups will 
fight It and id^? 

All of these questions Mill need to be answered before you can effectlv- 
wave your banners. Once you are fairly sure of the answers, you are ready 
to go public. The following suggestions are sc^ ways of going about It. 

1. Have a fact sheet to hand out that explains what you want, why you 
want It and «dyf people should support It. Fanllles of handicapped 
children are constantly accused of wanting more [m do, of course) 
and of not being grateful for iirtiat our children have already been 
given. (Parents of regular ki^'i are not asked to be grateful for 
the existence of public schooi; and extracurricular activities, but 
that Is another Issue.) Your job Is to shorn i^ople that what helps 
our kids helps the comminlty at large, too. 

2. Write a letter outlining your cause, your reasoning, and your 
proposed solution and send copies to every conminlty organization 
you can think of asking them to endorse your cause. Add a separate 
cover letter to each that explains why you feel that group has a 
personal stake In the Issue. For Instance, veterans' groups might 
have a stake because Viet Nam veterans have an unusually high rate 
of children born with birth defects; churches support the causes 

of less fortunate people in general ; Planned Parenthood and Right 
to Life groups both promote stability In families; medical people 
spend a lot of time and effort keeping handicapped children alive; 
the Chamber of CmmrtB promotes conBRjnlty services to businesses 
considering rel(H:at1on to their area, etc. You can usually make a 
connection if you think about it. Look In the Yellow Pages, find 
out what groups exist and write to all of them. You are not asking 
their m»nbers to go out and t^at the streets for you, you are 
asking only for tneir endorsement but accumulated endorsements 
frm a cross-section of the coinminity add up to strength. 

3. Figure out the best speakers are in your group and offer their 
services. Most local groups have monthly meetings or luncheons 

and would be happy to have your speaker fill their prograsning slot. 
Just making the offer my help you In some cases. 

4. Write short, reasoned letters to the editor of your newspaper. Go 
in and talk to the editor about your goal. He or she may te happy 
to write an editorial on the subject if you suggest it editorial 
writers are often stuck for topics of local interest. (Don't ask 
for an editorial If the writer seems hostile to your cause, of 
course.) 



I 



5. Most local television and radio stations have local talk shoiis. 
They my run at peculiar tlR»s, but they are free to your group. 
Broadcast nedia In ^tana have Just as ouch air time to fill as 
do stations In New York City* but have fewer ^opile and causes 
competing for their tlnie. Broadcast sedia are required by law 
to present a certain amount of "public service" progransing and 
your group qualifies as such, thus helping then out* too. So 
go In and ask. If you will be holding a meeting, particularly 
If there night be ^od "visuals" Involved, notify the television 
news people. They are particularly hard up for news on weekends. 
People who see that your cause Is gaining media coverage will be 
likely to take you seriously. 

6. While In the process of launching your cao^lgn publicly, make 
personal contact with the people tdio have the power to change the 
situation. Hake these contacts by appointment so that the tlsie 
you have will te uninterrupted. Because persons In authority are 
more comfortable on their own turf, try to arran^ your meeting 
on neutral ground, perhaps In a restaurant over coffee. If there 
are several people who need to be convinced — a school board, for 
exas^le — make your contacts Individually. People In groups feel 
less personally responsible for what Is being discussed. 

7. When you meet, be prepared. Have your facts and figures ready. 
Know the answers to questions you are likely to be asked. Be 
straightforward and non-threatening. It Is easier for people to 
agree with someone they can like and with whan they feel something 
in common. Hidden a^ndas and veiled threats make people nervous. 
Tears and shouting make people nervous and embarrassed. Be 
pleasant, businesslike and Informed. Re^i^r that having a child 
like one of ours Is one of the worst things other people can Imagine 
happening in their own lives and they are uncomfortable with their 
own feelings. You need to show them that as people and parents you 
are more alike than different. Do not play to pity. Play to logic, 
c^nmunlty responsibility and basic goodness (it's in there somewhere). 

8. After you have spoken individually with the persons in authority, 
identify who is for you, who Is against you and who is wavering. 
Consolidate your positive support. Do your best to resolve the 
problens the waverers have with your cause. Find out if your 
group and a wa verer have any mutually respected friends and have 
that person speak with the Knverer on your behalf. If you have 

a non-dramatic opportunity for the wa verer to meet your child, 
take It. Most of our kids are doing a lot better than most people 
think they are, but it takes a parent to point out how well the 
child is doing because the public has a hard time getting past the 
face of the situation. 

9. Keep plugging until you get what you want. It may take awhile, but 
you need to remain visible. It is much easier for persons in 
authority to ride out short can^algns than on-going efforts, 
especially if you are continuing to educate the public as you go 
along. 
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10. When you win, 4of)*t celebrate your victory as a battle that has 
been won by your group over another. Make It a cel^ratlon for 
the ctffiiminlty, of a cause that everyone had a stake In but Msn't 
aware of until you cm along. Go back and say thank you to 
everyone who helped you out In aQ^ way. Thank thas persmlly, 
through letters and In the newspaper. And always rmnber that 
those filling positions of authority change from tlnie to time and 
the new people will have to be re-educated. It Is such easier to 
do this on a continuing basis than by having to launch a whole new 
cai^lgn because you let something go by Inaction. 
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Things Sore Professionals Did That Drove Us Nuts And Made Us Crazy 

Parents Speak to Professionals 



(We added this section at the suggestion of the university professor who 
Invited us to speak to future professionals.) 



1. Each of us at one tine or awther has teen treated as a Hysterical or 
neurotic mother or both. We've all known hysteria, but have been driven 
to It by stress (financial » enotlonal and physical), by the professional 
brush-off, by a lack of Information (especially current Information), by 
conflicting diagnoses and advice, and by real fear and concern about our 
children's well-being. 

2. We v«re sonetlmes treated as not smart enough to grasp medical termi- 
nology, so problems were explained only In layman's terms. We need both 
the layman's terms help us understand, but the medical terms allow us to 
read and research on our own. 

3. Our observations were soB»t1ii»s disbelieved by professionals unless 
confirmed by our husbands or by another professional . 

4. We've waited weeks and months to get specific appointments, then hours 
In waiting rooms, only to be given 10 minutes of brusque platitudes and 
what we perceived to be half-hearted attention and Involvanent — often 
Interrupted by phone calls. 

5. We probably understand the nature of medical emergencies better than 
most people, but when we are left sitting In medical waiting rooms 
without any attonpt to discover whether rescheduling would be a better 
option or whether we might have errands we could be running during the 
delay, ne become angiy and frustrated. It Is difficult to transport 
some of our children, difficult to find babysitters for then: If It is 
one of our other children who needs attention. And most of us work. 
The time we miss by sitting In waiting rooms n»ans less money we have 
to pay the bills. 




6. *st of « have been to» th.t . Pjoble-^our d,i1d 

that he or "^".J^* "^.^ fi?«^ wllepw. undlsgnosed foi 

listen to such assurances. 

dJSM?" MeSs^stia .S««d to SS; Ihe telephone explanation, toe 

8. He have been asked to «»lce "l^lslons. s«>et1»es l"5-?r;"^p^5g;;"' 
on the basis of swnty or outdated InJo^Mtlon. *" !J 

sM^^.:%ySr^»^rnSre5'.??^h^^^^^^^ 

"Information" Is Inaccurate f^M 

Ke^aJIeK ^t^t'^'^n'^f^'^'^e XX 
the long run. 

11 In trvlna to ease our pain, professionals have sometimes tried to make 
"esHf Lr chlldrSI-slJSblMS than >«s,re.l1st1c I" ««n[,««5-„^ 

or no hope. 

fSr iJiHawe: fitlre sierllliatlon for one's one-month-old baby girl 
With Down's Syndnsne. 

lie Jh^ld ?f ite fS J'crTks STfro^ "M"'''! Plvslcal st|;ess and 
tS! child loses ttetert^slble environment for proaresslns- Too many 
f™il1« of hS^dlMppS children do split up In divorce because of the 
suliT in "a Ihrdlvorce staHstlcs run at around 75 percent. 
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14. Some professionals, not knowing the answer to a question, have told us 
not to worry about the question. It Is always better to say, "! don't 
know, but I will find out," and tten cto so. Of course, there are 
questions for which no one has an answer and 1t*s better to say so 
stralaht out. If^ as a professional, you simply lack the time to go 
searching for an answer, tell us where to look for you. 

15. He have soi^tlmes offered suggestions or information based on our own 
reading, observations or thou^ts and been rejected as interfering, 
susceptible to quackery, searching for niracle cures or unaccepting of 
our children's conditions. We do sometimes bring In weird Ideas, but 
the best way to deal with us Isib explain v^y the Idea Is or Is not 
good for our child, whether It has been proven false or Is still being 
tested, whether It will actually ^ann our child to try It. We do not 
need false hope, but we do need hope — and the fields of medicine and 
early Intervatlcn are ever-changing, siffitetlmes from year to year. Few 
of us have any expectation that our children may son^day be "perfect," 
but we work to help them becone less Imperfect. 

16. We have l^n given verbal Instructions or summaries when we've been In 
charged enntlonal states. Please write It doMi so we have them on hand 
later. The moment of a crisis Is not the best time to offer ln^rtant 
details. 

17. Our children have been scheduled for tests at their naptlmes and then 
we've been told they are behavior problems. Be realistic about the 
fact that they are children, albeit with social problems. 

18. No one at the hospital asked us if we wanted a birth announcement put 
In the newspaper. They Just assumed that we didn't. 

19. Our children have special needs and consequent talents that must be 
considered. Nurses, don't strap down the arms of a child who communi- 
cates only with sign language. Find another way to keep that IV In 
her arm! 

20. Some of us can't stand the Idea of one more medical referral, one more 
hearing test, one more piece of expensive adaptive equipment or one 
more withdrawal scenario from a drug that has been working perfectly 
well in controlling a problem. Haybe m can stand it next month, but 
not today. When such recommendations are made, please be specific 
about how immediately they need to be inqjleroented, the likely results 
of doing so and whether lack of in9)1mntation will cause harm. 

21. Consider money when you make your recommendations. Some of our kids 
have cost six times what our houses did, and we're still not done. 
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PI audits for Professional s 



(We wrote this because mny professionals we've ctealt with have teen 
terrific and we wanted people to know we appreciate those men and women.) 



Kathy 

1. tty pediatrician did i»ot abandon ship even when the first two neurologist 
we consulted found nothing wrong with ^ son. He saw the problem throug 
over a period of years to effective treatment and eventual diagnosis. W 
needed his unswerving backing and we got It. 

2. One doctor at the Mayo Clinic was particularly receptive. She made us 
feel that she had all morning to hear me out and discuss ii\y son. Three 
doctors there confirmed the validity of iqy Impressions. 

3. Our pharmacist was always willing to discuss wsf questions about the drug 
being taken by or conslitered for my son. He discussed drugs In far more 
depth than the doctors, suggested other anticonvulsants to consider and 
even made phone calls to drug conpanles for further Information on side 
effects. His constant encouragen«nt kept me from losing hope that a 
solution could be found. 

4. After drug treatment finally began to work with my son, doctors became 
willing to abandon their reliance on. clinical evidence as the only groum 
for believing my son's problem might be organic. They became more 
Interested In my observations and conceded that i^y son's case Is unusual. 



Jeannle 

1. The people at the National Acaden^y for Child Oevelo^nt put parental 
observations first and forest. They treat our Input as reliable and 
valuable. They believe — how refreshing — that we know our son because 
m live with him 24 hours a day. 

2. Our physical therapist was helpful In showing us how and why a particular 
exercise was necessary. She was not afraid to share information with us. 



Jan 



2l!lKf^^*''iIf^*" **** y *n<*,honest as soon as tie recognized Sara's 
SSSI^'Ko*^JII!f I had right ai«y. If he didn't have 

\^*^it<lVJ^ scheduled a conference with us for the 

*^'^^*! ^ *o know so such and 

informational delays Mere naddenlng. 

2. The nurse *fho ms present when Sara was diagnosed as having Down's syndrome 
asked In the aftermath If I wanted her to stay with me. if I ,«ntedherto 
can BQf husband. If I wanted to talk with a mother of another Down's child. 
She gave me options In those first few agonizing hours. 

^' t ^r'^S*!^°"*^ pointed me towards a support r«M>. encouraged me and my 
husband to go and provided transportation to It the first time. 

^' JIJfSo?JI!'"K^*'^f*''^*'^"Jl'* P"* Sara In an Institution, 

neither did he put much credence In early Intervention programs. However, 
he was always willing to note Sara's progress and listen S our reasons for 
believing In early stiimilatlon and has since become enthusiastic about 
Sara s development. He now believes the stiimilatlon program has made a 
difference and I applaud him for being open enough to change his mind. 

^' il J;9^""^n9. I devoured Information on Down's syndrome. The people 

pLS^h JJS^*^'*?^!:*^!® Development Center) found me Infomatlon^ 
everything I asked about and found It quickly . 

6. The nurse who was present at Sara's diagnosis realized that parents of 
special kids need to hear good things about their children just like anv 

Sara Is and pointing out such things as her long eyelashes. 
Susan 

1. Keough's surgeon sat down with us when we got to Salt Lake, explained her 
medical situation and then spent qui . a while discussing his philosophy 
of medical care for children who will never be -perfect" or completely 
"cured." Now that I know how terribly busy and sougS afterT^ s I am 
amazed at the tin» he took. We needed It desperately, especially since 
our first pediatrician had so casually offered us the alternative of 
letting Keough starve to death. native ut 

2. A couple of the nurses In Primary's newborn ICU took a particular Interest 
iJoS^S"^?'^ ^^V^ *°"Sh" she was, that she !ias a fighter. 

They hauled out a Polaroid to take pictures of her with us. When we had to 
cone back to Missoula without her, they sent us pictures e;ery 5Ser As 
they came to know us over the next two years, they'd joke that Keough Is 

D^.^'ni^^'^^S: " ^'^^"^ ^f"."* ^ «uch she's tauSh? t!S iSoul 
Down s kids. Whenever Keough Is back In the hospital, her friends literal! v 
stream In the pediatric ICU to see her and play with her Two of the nuri« 
have opened their homes to us whenever we'rS bick In &lt Late Thev K 
that when Keough's In the hospital. It's a we1?d kind of v«a1ion ?o? m 
and they encourage me to get out of the hospital and take advantage of it 



ERIC 



29 57 



3. Neither Keou9h*$ surgeon mr the pediatrician we snitched to when she 
was 6 iionths old have ever pretemted to know sonething they didn't. If 
I expressed concerns about her, they have believed there was reason to 
check It out. Their egos are strong enough and their knowledge vast 
enough that they have no problen with c<msuU1ng specialists In other 
fields. They have treated oe and qy iKisband as rational* Intelligent 
people. They have Involved us In the medical process and have always 
made medical records available to us. Ttey like our child. 

4. Our home trainer let us know right anay that Keough's handicap is second; 
to her being, and that she likes Keough. She knows when It's time to dm 
the day's program and talk over coffee. She knows when one more medical 
referral or new program will be too much for us. She knows idiat she Is 
doing and how to explain It to us. She has made us feel Important. 
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Surviving The First Three Years; One Parent's Perspective 

Susan (^ffy 



The discovery of a handicapping cor.dltlon In one's child Is, at best, 
upsetting and even the most stable of fawllles can feel as If they have lost 
control of their lives on hearing the n«ifs. Although the discovery «ay be 
the Initial point of stress, other stresses quickly arise: horrendous 
medical bills, relationships with family and friends, service agencies and 
their i«1t1ng lists, the public school system. Pediatricians who i«re Just 
fine for previous children In the family turn out not to be so fine for the 
handicapped child. Friends tAio *«re thought to be rocks turn out to be made 
of crumbling sand. It can all cave In at once. 

When I list the things that made the survival of family possible 
after our daughter's birth, they fall In the the acronym HaPFlH. — humor, 
education, legwork, pediatrician, family/friends, understanding and luck. 
Each has played a major part In our effort to pull It all together. 

Our daughter, Keough, bom four years ago with a >»st of life-threatening 
birth defects and Down's syndrane, ms flown to an out-of-state hospital when 
she was four hours old and didn't con» home for three months, lite made the 
l,000*m11e round trip to the hospital several times during those fflonths, but 
when we were at h(ane felt as though our lives hung on the dally phone calls 
from the hospital In Salt Lake. A dwtor on the phone usually meant bad news 
while the voice of a nurse meant things were okay. It was an emotional roller 
coaster I hope never to ride again. The night Keough was born and flew away 
from us, my husband and I cried until we had no tears left. Finally, one of 
us said, "We can't afford to lose our sense of humor over this." It was a 
start. 

HWR . Because hwnor is so touchy In this kind of situation. It Is all 
too often Ignored, but huaor can be the first step on the road to healing. 
No matter that it Is Ironic or black or Iwllcrous at best. If you can find 
soii»th1ng to laugh about. It helps put things Into perspective. I remember 
three things that made me laugh — admittedly with a touch of hysteria — In 
the early days. The first was in the realization that, having lived In Japan 
for several years, I'd always said I'd like to have a child with oriental eyes 
and now I had one. The second came from walking into the regional hospital's 
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neMbom Intensive care unit and seeing all these sick little babies with 
Dixie cups ta|^ to their heads. The cups ^tere there to keep the babies 
from pulling out their IVs — head veins are often the easiest to find on 
a baby — but they made It look as though some kind of bizarre party wis 
going on. The third tias receiving our first aionth's bill froo the hospital 
for $27, cm (please Ignore this bill If remittance has been Bade) and a 
check from our Insurance coBup^ny for 32^. So laugh. Cry when you need to, 
but don't be afraid to laugh, too. 

im^ATIWI. The mre you know, the less scary the future looks. Parent 
need to have both concrete Information about their child's condition and 
prospects and what I will call esntlonal Information. The hospital social 
worker gave us two books to begin with, one explaining i^at Down's syndrome 
Is and how early Intervention helps and the other written by parents which 
let us know that the emotions we were experiencing — even the ones we were 
ashamed of feeling — were not abnormal and that we could and would move 
beyond them. 

He ««re referred to a pediatrician whose youngest child has Down's 
syndrome. In his waiting rof», we saw a large poster of a man with a little 
Down's girl riding on his shoulders both of them laughing their heads off 
with the legend "Children value theoselves as they are valued." The man In 
the poster turned out to be the pediatrician we'd come to see. 

Four things stand out In memory of our conversation with this man — 
first, that children with Down's syndrome look like their parents. This seot 
obvious to me now, but at the time It ms a revelation. When I held Keough 1i 
the hospital later that day I examined her In a new light and saw my husband 
In her. She stopped looking like Winston Churchill and became part of the 
family. 

Second, we were told to be aggressive about Keough 's hearing when we goi 
her home, hte hadn't knoMi how cmmn hearing probl<>ms are for Down's chlldr; 
due to their narrow ear passages — and his advice has kept us alert to 
potential problais. If you can't hear. It's difficult to learn and we want 
Keough to be as open to the world as she can be. 

The pediatrician nsntloned In passing that his wife is a judge — a 
brief remark that reopened n\y personal world. It said to me that parents' 
lives can continue to grow, that Keough was an addition to — rather than a 
termination of — our dreams and plans, that toy career goals might be slowed 
but would not have to be conpletely sacrificed to Keough 's needs. I really 
needed to hear that. 

Lastly, I remember Inwardly scoffing at his staten»nt that we M)uld 
quickly becone the experts on Keough's problems and capabilities. He told 
us that while he had always tt»ught of himself as attuned to the problems of 
families with handicapped children, the birth of his daughter four years befo 
had opened his eyes to problems he had never before considered In his medical 
practice. I have since found that )hs has absolutely right. It Is the rare 
professional who really understands what our family goes through, and few 
doctors know much beyond the basics of Down's syndrome or, so other parents 
have told me, other childhood handicapping conditions. 




LEaa)RK. When we left Keough in Salt Lake to come home i.»r» 

: th SK'S/"' ? ^^'^^^'^ " opp5fe5%SX^s'1nrfIarr^ 

with fc^lch Me had arrived. Because we had met the state suDerintendfint Af 
schools during her reelection cair^lgn. we tookTtriS to S2 ter SnS ««J 
SS^Kf'rr' ^ available fir KeoS^h Shin ShTclS hSe! TmS 
was^the beginning of our legwork stage and I'S not sure theleS2S?k ever 

fh- rlll! superintendent put us in touch with three outfits. The first was 
the Comprehensive Development Center (CM) which offerrevali«t?«n «I5 hISf 

appointment for an evaluation. We then contacted thS HCKP SroS?2S SJs-d 
at the sute university in our town. I am convinced tSt the Mrlin«s 2ith 
which i« began developing a relationship with thrMopirru^lM thirnrJlJl 
is responsible for Keough being the youngest child « 22 SS^-! tL?^! 
fL^r^?f " 'S^J^^ preschSil.^ The th rd coSLS? Jffe;;j^J;s S?|h 

the public school system, a contact on which I didn't follow throSah^? til 
Urn because I thought it could wait. I now see the error^^ tSJ^SeJ^^ 
because shortly therafter tte school syst«ii dropped its preschool s^ ll 
education program and I spent the second year^ teouS's 11f?joiSiSS w th 

sSfe ^'12^2 i^fJ'S ^:^V^ " relnstat^f. (SnLnr?s^2 JMsfve- 

state, a term I find ludicrously close to double-speak.) Ke were hi thi 

♦I.- i."'^* "P "'th se»Tlces and our home trainer beaan cnnino to 

S h5S?-*J"5* ' a^'ilJ^J^'"' *" 'eel nor* In control! A? last w S^e Ibll 
tosS?tIlfS?lJ!*h*.'!!*?? 1,** J!* r^'l" Which Keough's prolwgSd 
ISiJn^f .f!!^''?^'"*'.'"'''^- "^san to fall into a routine Imost 

M«^f Ji^r^^S.^""'! "Mtfouf's birth and nedlcal problemT U^k 
I concrete, tangible results. It shortens your tine on wmina 

i uJbilifJ <f ll!;.'51^?K**!:!^f« people know Jou're out ?h2?" ' 

Visibility Is one of the best tools parents have at their disposal. 

telephone, to attempt TdisIoJeJ 2ha? iriw 'uH'^r^T^ * 
told by one of hisforaer e^loy^s -af ^hSTSI'ch^ "PJ!^^^ ^^^^"^ 

Down's children are ''gorks-knd^ni^^Li.i?.?® If! ^^^^ ^^^^ that 

doctor bv thA t«w «2f 2« Jm i pets." This was a younq 

irstin Indescriba'bU. °" ^""nudgeon. When I think of it now. ffV rage 



ERIC 



61 

33 



o 

ERIC 



Most parents* negative exper1erH:es with doctors will not be tMs 
extr^, but maty; will find that their efforts to naxinize their child's 
potential are not encouraged by their doctor. Wiile isost physicians have 
given up sug^sting early institutional iatiw, few are touting the benefits 
Of early intervention. At best, an unsupportive pediatrician is an energy 
drain and parents should be aided in finding one wN) will support their 
efforts if they cannot educate tt» one they began with. 

w4*i, !S ^i^^ *" excellent pediatrician - in fact, all the pediatricians 
with www he is practicing are extreiaely supjwrtive - but we are appalled 
by how little we knew about our legal rights and personal responsibilities 
in the health-care system when we began. 

_ IJe have been fortunate in that almost everyone in the 

family rallied around frow the beainning. Those who were too upset to deal 
with the idea of Keough at first (the grandfathers) ca^ around quickly when 
they actually met her. Keough's cousins have been taught by their parents 
to be proud of ter, to applaud her successes and to help her tdien she needs 
it. They look forward to her visits. Friends ami acquaintenances have 
anazed us with their interest and several we thought we knew well before 
Keough's birth have confided since tfmn that a brother, sister-in-law or 
cousin has Down's syndrome. The positive ripple effects of Keough's birth 
have been enormous. 

Keough's godirother, Hamie, has been a godsend for us and if I were to 
give new parents any advice It i^uld be to choose their child's godparents 
wisely. If there is no tradition within the family of having godparents, 
start one. Because Keough has breathed by means of a tracheostosy tube for 
the last 31 years, either ny husband or I mjst be alert for trach-clogging 
noises day and night. Marnie has established a pattern of taking Keough 
to her mm Friday afternoon and returning her to us at noon Saturday 
This has given us one good night's sleep each week and time for ay husband 
and I to do things that tiould otherwise be i^ssible. It gives Keough the 
opportunity to be around other (mople and do things with Marnie that she 
doesn t do with us. We Joke about having to write out legal visitation 
rights should ytB ever have to move out of town, Mamie has become Keough's 
second mother. That Mamie is also a lawyer certainly doesn't hurt when we 
think of Keough's future. 

We have appointed guardians for Keough, should we die, who we know would 
care for her in a manner that would ©i^hasize her best Interests, and who we 
know would never place her in an institution. Ife are beginning to leam about 
the «Mze of and pitfalls In estate planning, figuring out how to ensure that 
Keough will be able to have what $he may need without placing her in the 
position of owning tangible assets that would make her ineligible for oovem- 
mnt services. (The current limit is $1,500 of goods.) 

Of course. It hasn't been all roses. Before Keough's birth, we had asked 
another friend to be a godmother, but after the birth she withdrew from us 
For awhile I felt very bitter about this, but our relationship eventually ' 
smoothed out. Still, our friendship will never be as strong as It was. Many 
parents of children with handicaps find their other relationships shifting 
after the handicap is discovered, making a difficult time even worse. At the 
risk of sounding cold, I will say there are too many people who do care for 
me to waste time and energy ~ already in short supply - on those who don't. 
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UNDERSTAND INS. By understamling, I mean empathy « the ability to 
place one's self in the other persons shoes. It is the sinale molt iSortan* 
T P^^SJ5^«"«1s can offerfamnies. The fi^st %fe« SnSlo W 

in sal Uke '"?hn%M';j"ir^ ^^^T? Ch1lU?s"fted?cal 
i^nn^KL I"^* Skilled and busy man took the time to explain not only 
Rough s nodical problens, byt also his philosophy of mediwl trea^nt 
for children whose ills can never be completely "JuredT if ohlfi^^ 

tte S5 7^^r^' ^ JheHhouldV iteital ^?ffij„ or 

the presence of chromosomal abnormalities sN}uld have no bearlna on 'he 
^Ision to save a life. If the child cannot live lonrnTMiSIr Lt 
Bfidlcal action Is taken — such as a child bom with an eLno«d hl^a!^^ 

sjSi„^;ysri7i;i ^t^h^^iirge^s;.^^^^^'-^"^ ^'^'^ '^A^'^i^ 

Professlonsls can be wonderfully human or they can be pel Icy-ridden 

Hnoc !rS^Sf^^*'"*^ ^r?^"^?? *° s^'^ss the Idea that a "good" professional 
does not becoTO emotionally involved with a family. (A reallZ-goSdS pro- 
fessional would say clients Instead of family.) Lloney. A textbookJ^Su 
professional may not bum out over the years, but the uik of SctloMl ^ 
Invo vement will raise barriers that make thit person mSch lesfhe SfS to 

genu neli utTt rSiS""**" '"^ J!*"^ what'needs to be dSne Snd Sho 
genuinely likes my child - someone who can understand what it's like to he 
in my shoes. Our home trainer took Keough for the i^ekend twici nihe ea?lv 
days so we could get away and I knew she'd made the empat^i tic connection 

tlunl^l r^?"" ^""K"^ « ^"^^y found th^lv^s loSkiM fo? 

Keough 's suction machine the first few nights they got up with the"? ow^ 



tyCK- Ours has been good. Our family and friends love Keouoh and 
supporTour efforts to help her progress. He have an excellent Sldlf?riri,„ 
be1lS5l^r?Hl" Keough and In ea?lyNntervent1oS. jSe SJI a surglon JSl' 
believes in the value of handicapped children. Our experience with «pr«?ro 
providers has been good; when I hear from families whSf e hSSI tJJJnl^ 
less than sensitive to the family as a whole. I thank my st^s that If 
drew a person who is both superb in her field and s^2Xe I Hn cafl^ 
true friend. For myself, I also thank my husband. ^ tte S^'t Keouoh 
problems were discovered, he has been unwavering in hlTbeTief^Jt our 

Smthrul! ''^ ''''''''' f1nan%?f]1t'rest'shrhas 

^Knw°" * V^^^ ^ Incredibly lucky In that we havb a 

child capable of giving back In love 10 times anything J« can givrhe? 
There are too many parents who do not have this, and I Z not kn^ tol' these 

irffoaron"? Jf,?"'^ I' '"^'^^ ^" who sSSuld be^^pl^ded! 

It is parents of children who can return little, if any. of the love the v 
are given. All of us - family, friends and prifessloJalf-- have to SSll 
together if these families are to be able to survive. 
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When our daughter Mas bom, w^f husband and I Mere faced with oiaklng a 
rapid decision as to ii^ther we mid remain In Nissoula, Hontana, or retur 
to Washington, 0. C, where ^ husband had a good Job. Of prliaary iB^rtan 
was our nedlcal Insurance, which was tied to husband's Job. <^e we 
found he could fill a position for his ew^jloyer in Montana, our options 
became less limited. 

If we chose to return to Washington, we knew medical facilities would 
be closer and many early Intervention services would be available. Our 
Incmie would be good. \ie also knew that it would mean a 60-h(Nir work week 
for ^sf husband, living among strangers and more li^rsonal relationships 
with medical people. Just finding a parking place near a medical facility 
can become an enormous hassle in D.C. 

If we chose to stay In ftontana we would have family and friends nearby, 
a less stressful working situation for husband and the opportunity to lea 
a more normal life. While early Intervention services were fewer, they Mere 
available. However, staying entailed a large cut in Income and traveling 
500 miles to Salt Lake for Keough's surgeries. Me decided to stay. 

The advantages of living In a rural area are many. While there are 
fewer services, there are less people counting for those services. Though 
distances are vast, people tend to know each other across the state, and 
people In authority are generally more accessible than those In urban areas. 
Here In Montana, almost anyone who wants to talk with the governor can do so 
If you becraae Involved with the public school system, the superintendent wil 
remember your name. The state superintendent will put you on the department 
mailing list. Your letters will be published In the local newpaper and, if 
you become an advocate, local radio and television talk shows are happy to 
have you speak on their programs. All In all. It Is easier to become involve 
in the public process and, once involved, much easier to accomplish your goal 
You don't have to be superhuman, you just have to be determined. 
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Parents* Professionals and Conflict 



Susan Duffy 



There will always be conflicts between parents of handicapped children 
and professionals offering services to those children and their families. 
Perhaps the biggest reason for these conflicts, and the most Insoluble 
probleis. Is that there Is a vast difference between understanding a situation 
Intellectually and understaiMlIng that same situation esotlonally. This Is a 
problem for both professionals and parents. 

Vfhile professionals may really know their business, unless they have 
actually lived with and been responsible for a handicapped child. It Is 
probably Impossible for them to fully comprehend the 24-hour-a-day, 52-week- 
a-year Implications of that child's problems for rest of the family. 
Even if the professional has worM In a group )K)me or Institutional settings, 
the experience Is not equivalent because the professional was paid for the 
work, had built-in vacations and spent more tine away from the job than on 
It. 

On the other hand. It Is difficult for many parents to understand the 
stress many professlrnals are under — particularly In these times of tight 
money and large caseloads — frc^ working with so mafur fi»i111es whose problems 
are extremely varied and whose needs are often so much greater than the 
resources available frmn several agencies, najch less one individual provider. 

The most c«nprehens1ve discussion I have seen of these Issues Is 
Dr. Helen Featherstone's book. A Difference In the Family , Featherstone 
was a professional in the field before she became the parent of a severely 
handicapped child and I would urge all professionals who work with handi- 
capped children and t'lelr families to read the book. 

There are also conflicts which arise. Including conflicting policies, 
turf wars, hidden agendas, opposing theories of child developnwnt and Inter- 
agency personality conflicts* There are more politics being played among 
service agencies than tie may care to acteilt and the wise parent will learn 
how to play the gaii». If only to avoid being caught In the crossfire. The 
lucky parent will find a professional willing to help decode the rules of 
the game. 
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su»TX„**^*" knj, eve,^ l?LlSd SiSi^Ji «*ofJeJ""L2?:?th 
suspicion. The cumulative differences lead to dlfferait ^J>*f*^. 
the professional 's part as to who Is the tarSt of .rS^J,!^?"""* ?* 
-hat parents' roles are In tte^oclssT ^ 

s?4?Jis"frsst? la^troTirS^^joSjSS^ & 

Maiyr problems parents have with professionals seen to he tho Mie..i«> 

TOy or Bjy not have faith In the ab111t"of aMffir5fM^^™^ !o'?i?J^^^ 
1nterSy^?^J?ro^" r M^^^^^^^ 

Intervention turf, agreemnts that usually have been ar??v^ ll ^ ttVil 
reason of avoiding unnecessary dupllcatloS of serol2es tat^iJh 
extremely unhelpful if followd blindly. wit which can be 

-...♦fS*" !?■ *Sency A may recomnend that a family or child haw > 
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Miat seeaed like a sliple, reasonable recon^ndatlon from A's point 
of view can becmm an eiraraous umtertafcing for the family if A iloes not 
follow through. CH>v1ously, agencies need to have general policies, but 
those policies must be flexible. Every family Is unique In Its prc^lems 
and outlook and so^ will require more of a professional's time than others. 

If there Is one "rule" I believe should be done away with forever, it 
Is the Idea that a real professional does not become Involved with or 
emotionally attached to families he or s)m works with. Vie are all himans. 
not sets of flow charts, and this hii»n1ty needs to be recognized by all 
concerned. Policies are developed to foster processes, not to fit all and 
sundry Into a preconceived mold. A professional who cannot see this should 
not be In the field of hunan services. 

There are other more personal problem families of handicapped children 
tend to encounter In their relationships with professionals. Those I will 
address are problems with pediatricians, evaluations, guilt, authority and 
control. The chronological order In idilch parents face these problems 
varies frcai family to family, but most families will have to deal with at 
least sane of these problems at one time or another. 

PEDIATRICIANS . One of the first professionals parents meet Is the 
family pediatrician. Many parents have found themselves In the position of 
questioning their doctor about t#iat they {^rcelve as a developmental problem 
only to be deflected with the comment that the child will no doubt "grow out 
of It." Doctors seem to be extranely reluctant to make a diagnosis of delayed 
development until the problem reaches the point where It can no longer be 
denied. While this Is understandable (no one wants to be the bearer of bad 
news unless It Is unavoidable) and while It may tesporarlly nullify the 
parents (no parent wants to hear bad news), this wait-and-see attitude can 
cause real harm as a family waits In fear and hope for their child to "grow 
out" of a condition that early-Intervention services could be ameliorating. 
Delayed diagnosis can also cause greater emotional damage In the long run 
to a family that has been proceeding In the belief that everything Is fine. 

For parents of the child bom with an obvious handicap. It is the manner 
in which the aftermath of the announceasnt Is handled that really counts. 
Let's face It, there are doctors who Just don't see much value In the lives 
of children born with particular handicaps. They don't like th«n, they don't 
want them In their waiting rooms and they wouldn't do their best to save the 
child's life In an emergency. I believe parents' lives would be imich easier 
if these doctors would Just come right out, say what they think, and direct 
parents to a doctor who Is sympathetic and does see value In the child's 
life. Families of handicapped children need pediatricians wto are allies, 
not sources of further frustration. 

Early-Interventionists have a great deal of work to do in the area of 
educating medical personnel about handicapped children, their families and 
the positive effects of early Intervention. Furthermore, early-interventionists 
can and must serve as Intermediaries between doctors and families having 
problens with them. It Is difficult for parents to decide to change doctors 
because most of us grew up believing that physicians were some kind of demi- 
gods. Old habits die hard, but as ay husband says. It Is worth remembering 
that someone has to graduate In the bottom 10 percent of each medical class. 
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ignore these coi^risons In tl»ir dally wtine but tS LS^hS! ♦ * ^ 
n can be easy to be insensitive to IndlJldwl palil. children, 

ST™'! '"^'"■'!' *•» Off frS ?he vSj seJS??es't£; n!^'''*« 

gyments. for Instance, depend on a child doinq re1atlv«lv SS,iS'' 

Mic'fjf *irthiite ^sMiS* s;t'-,iS,rcr. 

thp -f,nirf Pr**^!®" parents will encounter with evaluations is that 

^^^^y cannot always tell what the ch Id's abnitJpf 

Plegic spastlcs and s^h^i'^MlSMiySJnc^^rt L'lnW'C Sttr"" 

be?o;re^']^bfrfritte?= e^^c^.?K^ s-- 

the family's hopes or lossenWi.JS^.nnUrlc'JlfiX SJtMhe"??^.*'' 

When mi7\m7ulTj»!>\ SnllSp'^MY? SST? "L'^T""' '""t 
since there Is usually rothSa tSoISS;. i * *2'^* "* ""^^Mnded 
would have changed the Situation H™rtL?2^1 5f!* """^ "»» 
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Although the arrival of hone-based services Is generally greeted by 
parents as a life raft would be greeted by a drowning man, professionals 
should be aware that the very existence of these services can form the basis 
for a n&t kind of parental guilt. Nhlle parents are being told that they 
will becose the^r child's best teachers and that the progratmilng techniques 
they will learn will help their child progress, the unvoiced flip side of 
all this positive thinking Is that a parent's failure to teach correctly or 
work often enough with the child will lead to a lack of progress. If not 
regression. 

frm a parent's point of view, that's scary. Not only has the parent 
produced an liqierfect child whose 1i^>erfect1ons — as In the case of a child 
with Down's syndrone or cerebral palsy — can never be completely fixed and 
not only is the proposed course of action a seemingly endless project without 

Guarantee of success, but the parents are now responsible for progress or the 
ack of It. 

Wille It may seem unreasonable for a parent to fear this kind of respon- 
sibility since parents are normally considered to have the responsibility for 
raising their children. It Is the Intensity of the responsibility that Is 
frightening and needs to be understood. If Dad doesn't go out and throw the 
ball around with his non-handicapped son Billy for a week, Billy isn't going 
to lose the ability to do it. A handicapped child may not only lose the 
ability to throw the ball, he my lose the ability to pick it up. 

Assertive parents will give themselves periodic "vacations" from the 
intensity of the situation. Non-assertive parents often need a professional's 
validation In order to take time off without feeling Incredibly guilty. 

AUTHORITY . Maybe this should be called something else. May It should 
be called "Broadcasting and Receiving." It all ties into the idea that the 
difference between a professional and a parent Is that the professional knows 
things a parent doesn't and Is trying to c(»iimin1cate those things to the 
parents — or should be. 

Professionals trained to work with children may be uncomfortable working 
with adults and may attempt to cover this discomfort by being more "professional. 
This often manifests itself, for example, in the use of professional jargon. 
Such jargon is a familiar kind of shorthand language for professionals, but 
all jargon presupposes agreement on certain assumptions. Parents may or may 
not agree with the asstmiptions held by the professional, but If they don't 
know what the assuu^tions are, no one will know If they do or not. 

Oargon makes it difficult for parents to learn wh&t they need to know 
In order to help their child. It keeps then separated from and slows down 
the process. Lastly, and devastating to any personal relationship between 
the parent and the professional, the use of jargon is a way of saying, "I'm 
the person who knows and you're the person who doesn't. I'm in control here, 
not you." 
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While a professional my be saying and feeling all the right things, 
the manner In which It Is said may be perceived by parents as a signal that 
the professional, although saying the parents will be terr1f1c» doesn't 
really believe the parents are ail that tnfstt!»>rtt^ or smart. These subtle 
signals may be unintentional and the professional might be appalled with 
himself If they were pointed out. Professionals need to be aware of how 
they come across to parents. 

Sai»t1mes professionals are so knowledgeable and excited about what 
they are doing that their kiKMledge spills out In cascades, overwhelming 
parents with the enormity of the undertaking. Intellectual overloads can 
be avoided by taking one thing at a t1me> gauging how much Information the 
parents can absorb In one session and being aware of sensitive areas. 

For me. medical referrals are sensitive because daughter has already 
been through so nmch medically. The thc'^gl , ef shelling out more dollars 
for additional referrals, when our debt;, so great for previous medical 
care. Is terribly depressing. 

Mten professionals suggest a course of acdon that will cost parents 
additional money, both the need for such action (A. It's Imperative. B. It 
would be good if ... C. It might help to ...) and the time frame In which 
the action should be taken (A. Iflnedlately. B. In two or three months. 
C. 3y the Urn the child Is 3) should be made very clear. A casual remark 
made by a professional can be perceived as a bonbsNU by parents, and 
professionals must be ready to fo^^om through on those remarks. 

CONTROL . Families of handicapped children feel their lives are out of 
control for~vary1ng periods of time. It Is Important to understand that 
this feeling of lack of control can be a recurring experience. I find I am 
leery of surprises these t^s as they tend to upset the equilibrium I have 
worked hard to establish. A professional's job should Include guiding paren 
Into actions that will help than regain control of their lives. It has been 
said many tines and will bear repetition again that It Is not only a handi- 
capped child that Is at risk, It Is the child's entire family. 

One of the first things Jan, our hone trainer, told us was that her 
goal was not only to show us how to teach our daughter specific skills, but 
to teach us imt to teach her so that If we ever found ourselves without 
services we unuld still know tow to facilitate progress. After 31 years of 
working with Jan and qy daughter, I know I would hate to see Jan go she 
has become a good friend as well as someone whose professional abilities I 
respect tremendously — but she has come close enough to her goal that if we 
were suddenly shoved out of the nest to fly on our own, I think i» could. 
In these times of uncertain and shrinking funding for human services. It's a 
real comfort to know we've learned well. 

The first thing Jan did when she Initially caii» to our hone was get 
down on the floor and play with our daughter. It made me feel good. Most 
of our friends, though very supportive of our daughter, treated her son«what 
gingerly when it can» to physical contact since she still had a feeding tube 
Inserted in her stomach, but Jan launched right In. 
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She has told me since that this vias a calculated move and sonethlna 
she tries to do each time she begins working with a new faaily. It tells 

JJf n!**® ^''®^^^ILf!!^^^ 1^ P"*^ ^^'^ physically at a lower level than 
the parents and it demonstrates that she's an Informal, non-authoritarian 
person. It's very effective. More professionals ought tTtry n. 

In sianmary, I think real professionals don't have to worry about 
proving their professionalism. Thesy know their own worth and do not have 
to demonstrate their position of authority. Vtore than"ny?h1nreUe. 
perhaps, professionals need to use their instincts and tnust their o^ 
emotions. For professionals who work with children and families in early 

m!~n*2il2!I«o^«J?4°^ utmost iB^rtance that they be themselves and not 
merely someone filling a job description. 
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LIST OF MATERIALS 



CO-TEACil Preschool Programs 
Division or Educational Researdi and Service 
School of Education 
University of Montana 
Mfeisoula, Montana 59812 
(4(NS) 243-5344 
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OVERVIEW OF THE CO-TEACH PRESCHOOL PROGRAMS 



ERIC 



In 1981 the University of Montana received a three-year HCEEP 
grant to develop a conprehensive center-based prograa that would 
be responsive to issues in rural early intervention. The 
resulting Big Sky Preschool Model incorporated "best practices" 
fron other model early-intervention prograns. Monographs of the 
HCEEP Rural Network, data-based journal articles, efficacy 
studies, and discussions with colleagues led to the 
identification of issues in rural early intervention and 
potential solutions. In addition to replicating others' 
successful practices, the Big Sky Model utilized several 
innovative strategies, including an interdisciplinary approach, 
reverse nainstreaning, non-categorical enrollnent, integrated 
parent and staff meetings, and daily progress evaluation. 

In 1985 the University of Montana received another HCEEP grant to 
develop a transition model for rural preschoolers. The project, 
entitled "Carry-over Training to Enhance the Achievements of 
Children with Handicaps" (CO-TEACH), was characterized by a 
transdisciplinary approach, with components that address local 
norm referencing, transitioning into and out of preschool, 
developing parents* expertise, and follow-along of preschool 
graduates . 

In 1987 HCEEP awarded the University of Montana another grant to 
utilize videotapes in the transition from preschool to 
kindergarten and the home environment. The project, entitled 
"Video-based Information to Document Educational Objectives for 
the Support of Hanr^icapped Children Across Receivina 
Environments" (VIDEO-SHARE), incorporates the use of video-based 
assessment of classroom survival skills, videotape records of 
therapeutic interventions for receiving classroom teachers during 
transition, and videotape exchange with parents to guide carry- 
over of skills into home and preschool environments. These 
transition components are integrated with the Big Sky Preschool 
and the CO-TEACH components. In that regard, the VIDEO-SHARE 
Program endeavors to build upon effective practices for earlv 
intervention in rural settings. ' 

In 1990 HCEEP awarded the University of Montana a three-year 
outreach grant to assist Montana schools to implement special 
education preschool programs. Materials and technical assistance 
are available through the Outreach Program. 

awarded the University of Montana a three-year 
VIDEOSHARE outreach grant to assist Montana schools and service 
agencies to incorporate video-based assessment into their 
existing practices. 
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The VIDEO-SHARE Outreach and CO-TEACH Outreach Prograns offer a 
variety of naterials of interest to early intervention service 
providers, professionals in training, and parents of special- 
needs children. Recipients of these materials are encouraged to 
make copies of non-copyrighted materials for use in educational 
programs, to adapt forms and procedures to their own 
circumstances and to provide feedback to CO-TEACH staff 
Requests for materials and feedback should be directed to the 
cover address. 



ACXKOWLBDOMEIITS 

Effective early intervention requires a team effort. Members of 
the VIDEO-SHARE Outreach "team" are pleased to recognize 
individuals and agencler who have provided ongoing sponsorship on 
behalf of young children with disabilities and their families. 
Support by the Handicapped children's Early Education Program, 
Office of Special Education Programs, united states Department of 
Education, is gratefully acknowledged. The VIDEO-SHARE staff 
also thanks Raymond Hurray, Vice-President for Research at the 
university of Montana, John Pulliam, Dean, School of Education at 
the University ot Montana, Glendon Casto, Director, Utah 
Developmental center for People with Handicaps, and the parents 
and children who have taught us so much. Particular appreciation 
is extended to Ruth Ward, HCEEP Program Officer, who always 
manages to find the tine for listening and sharing. 

Dissemination of Rural Network Monographs has been made possible 
by authors, editors, and board members of the HCEEP Rural Network 
who unselfishly contribute their expertise to our shared mission 
to provide optimal services for young handicapped children and 
their families. 

Preparation of this document was supported by Grant #GOO8O00191 
(Big Sky Model Demonstration), Grant #6008303567 (Big skv 
outreach). Grant #GOO8530084 (CO-TEACH Transition Model 
Demonstration), Grant #GOO8730535 (VIDEO-SHARE Transition Model) 
and Grant #H024D00029 (Montana Early Intervention Outreach) from 
the Office of Special Education Programs, U.S. Department of 
Education. The opinions expressed herein do not necessarily 
reflect the position or policy of the U.S. Department of 
Education, and no official endorsement should be inferred. 
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THB CO-TEAGB MODEL RBPLICATXOH VROOIUUI 



Concurrent with the laplenentation of Publio Lev §9-457, the 
CO-TEACH Preschool Progran has recently developed a series of 
nodules - The CO-TBHC^ Model Replieatleii Vrogrea - which assist 
adninistrators and classroon teachers in designing, organizing, 
and inplenenting special preschool services. Modules which 
are currently available include: 



Module #1: Organising the speoial Presetaeol 

- This nodule describes in detail what needs to be done to 
ready the classroom environnent for students before school 
starts. Sections of the nodule cover infornation on 
purchasing and gathering naterials, coanunication anong tean 
nenbers, arranging the physical layout of the classroon, and 
a helpful appendix which includes nyriad reproducible foms, 
recipes, preschool newsletter sanples, staffing and parent 
helper schedules, learning center guidelines and a sample 
preschool floor plan. 



Module #2: Inplenenting the Speeial Preschool Progran 

- This nodule addresses key issues involved in i^'iitiating 
services for young children with disabilities and their 
fanilies. At a fundanental level, these include decisions 
regarding "what to teach" (curriculun and Individualized 
Education Plan contents) , **how to teach** (nethods of 
instruction and service nc^el), and ••when to teach •• (lesson 
planning and progran scheduling) . The nodule includes 
discussions of evaluation and curriculun, strategies for the 
inplenentation and nodification of curricula, individual 
education plans (lEP) , instructional strategies, teacher and 
staff responsibilities, and classroon scheduling. 



Module #3: Forging Partnerships with Panilies 

- This nodule focuses on basic nethods to invite, develop 
and enhance the partnership of parents and fanilies in the 
preschool progran. Sections include infornation on 
understanding the inpact of the child with disabilities on 
the family, establishing trusting relationships with 
fanilies, recognizing and utilizing parental expertise, 
understanding the inpact of intervention on the family 
system, and individualizing family involvement. 
Retrospective anecdotes from the Western Montana Support 
Group for Parents of Children with Special Needs add a 
valuable "confluner** perspective to this nodule • AppandiosB 
include foms to encourage home/school communication, a 
suggested reading list for fanilies and professionals, and a 
"wish list" compiled by the support group entitled What 

Parent? Hant txsm £a£lx Intgrvention Professionals. 
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Hodula #4t TMehlng through Play 

f iYi appropriate learning axparianoa 

for all prasohool aged children. Thua, in the momBlmi 
education preschool classroon, the rol4 of the tSSehSi 
beooaes one of facilitating leirnlng throuah olav^^ 
Bodule hlghllghta (1) the value of pl2y MT?e?^Yng t^J 
(2) setting up a developaentally appropriate eTvlron^^ 
that encourages spontaneous Involvement and learnlM 15? 
rt^°c?i"if i^i^ "teachable- moments and providing natuialistli 
(Incidental) Instruction, and (4) orovldino ^ < 
instruction within the play environment. "^Ippendicel Include 
Slassl?o^:!^^ ''"^ ^"^'^^ ^-P^^ fof the pLschoo! 

Module #5: Classroom Behavior Managament 

I*J** nodule focuses on techniques and sugaestiona 

prob?ij:'^of'^r»Vi7 ch'ivr"" ^-^^-^n^r-,^^"' 

proDxems or small children and strivina to craatrn m 

occur. The module addresses sone ways In which niTnir 
behavior problems m.y be reduced or prevented thrSSSh 
r^ri^Ji Pl-^-ji"' •"<> positive classMo. ma^a^St 
cSrr1™i.?r ^i"!™"/""' °' Pl«»«»«nt options, se^rtion oi 
f?^"",' oelactlon of materials, arrangement o« the 
educational environment and suogestiona f or Bl.nnlnf. jSf 

'£n'S:p^r ^-^ifleSi-SJc^-Vrs-o s'u^lSst'Sd' Ve'^tUf 
t^"e7f^"c\i^?„etrrL'^e"^^^^^^^^^^^ and"de"t\^^„"i- 

Module #6; Preparing for Transition 

i« «"i in??!^^""*" ""J^® ^^'^^y childhood special educator 

is planning a classroom environment and activities to 
encourage the optimal development of the child ?hl2 
development must fo^^^^^ needs of The child? « 

loofc ahead to future school Dlacsanonf-a v2Z 

TiiilVlllalLnrt!:'''^'' l-"t r«?r\'ct?v'."a'd Zll 

preparing ohildVen tor *lnaJ?52rt.."Soo'.~ i^^Si f 
suggestions for advance planning with the ? 

^Sr-iS&n; f^prlTc-inf 

COST: 

- $6.00 per individual module 

■ $30.00 for series of all six modules 

o ^ 7B 
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MERIT CORRXCOLUM 



Montana Barly intarvaatloa for Raadiaaaa la Traaaltloai 

- MERIT Curriculum focuses on classrooa and social skills 
which are functional and which will generalize across 
environnents. These kindergarten entry skills enable a 
child to benefit and achieve in a nainstreaned and least 
restrictive environnent. 

- The basic conponents of the curriculum include Individual 
Transition Plan Assessment, Quarterly Progress Report, 
Individualized Monthly Planning Sheet, and Teaching Record 
of Instructional Programs. Embedded into the curriculum is 
an assessment system which continually monitors the child's 
progress. The domains of the curriculum and assessment 
include academic readiness, social/emotional skills, and 
activities of daily living. The skills assessed and taught 
have been developed from a list of Kindergarten Entry skills 
compiled by Montana kindergarten teachers. 

- CO-TEACH Individual Transition Plan Assessment: component 
I contains a pre- and post-preschool assessment, pre*- 
kindergarten assessment to monitor skill maintenance, and 
Index of Teaching Records cross referencing the Individual 
Transition Plan Assessment with the MERIT curriculum and the 
Brigance Assessment Developmental Milestones. 

- MERIT Curriculum: Component II contains a Quarterly 
Progress Report that records progress of lEP goals during 
the academic year, an Individualized Planning Sheet that 
plans for which Instructional Programs will be taught 
weekly or monthly, and the Teaching Records of 
Instructional Programs that contain task^analyzed lEP 
goals, data collection system, and direct instruction 
techniques . 

- $55.00 
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NATBRIMiS BY AMD FOR FARENTS 



comaon Ground t 

iT^ff-f f« J^'J'^ professionals and faailies who 

unite to help young children with special needs. Packet 
includes ; 

- Acceptance is Only the First Battle 

" ^^"^i*'^"' Effective Parent/ Professional Partnerships 

- What Parents Want from Early Intervention 
Professionals 

- What Parents Valued Most from Early inter- 
vention Professionals 

- A Mo»*8 Perspective on Early Intervention 

- The Birthday Invitation 

- What Professionals Can Do to Help Marriages Survive 

- The Risk of Divorce: what Parents Can Do to Helo 
Theraselves *^ 

- When I Felt Really Bad, I Read a Book... 

- Welcoroe to Hollund 

- Skyriding 

" Suggested Readings for Professionals and Families 
seeking to Form Effective Partnerships 

- $12.00 

Robbie t 

" ^narrative story by parents, for parents describina 
rationale and procedures of the Big Sky Preschool Model, and 
common experiences of families who participated in the Bio 
Sky Pr3gram. * *. .» 

- 37 pages 

- $5.50 

Aeoeptanoe is Daly the First Battle i 

problems experienced by parents in 
childiSn. "P^^"**^ services for their special-needs 

'43 pages 

- $2.50 

ZrtH^if^i"^ °l publications, books and newsletters 
addressing parent, professional, and faaily issues. Title 
author(8), publisher and year are noted. ' 

- 2 pages 

- $1.00 
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CL1US8I10QH PRACTICES 



co-TBACH proo«dur«» Manual {Vol, 1) t Tli« s«rvie« Hod«li 

- Incorporates the Big Sky Rural Preschool Model 

- Approxinately 150 pages 

- Includes copy-ready forms 

- $25.00 



CO-TBACH Replleation Site Oser's Guide i 

- An overview of the CO-TEACH Model 

- 24 pages, no forms 

- $3.50 



A Guide to Preseheol Activities for Children with Baadieapss 

- A listing of classroom activities, denoting time, tne 
activity, child objectives, instructional therapist 
objectives and data collection. 

- 4 pages 

- $1.00 



TRAHSITIOM PRACTICES 



CO-TEACH prooedures Manual CVol. IDs The Transition Model i 

- A guide to replication of the transition components of the 
CO-TEACH Model, including Transitioning into Preschool, 
Parent Expertise, Follow Along, and Buddy Systems. 

- Approximately 100 pages 

- Includes copy-ready forms 

- $20.00 

CO-TEACH self-mstruotional Guide to Local Hor»-Referenoiagy 
predicting Transition Success s 

- Provides instructions, materials, and protocols for 
accomplishing an objective prediction of how well an 
individual child will "fit** in instructional and social 
activities of a potential less-restrictive receiving 
environment. 

- $10.00 

co-TBACS Individual Transition Plan Assessment t 

- Also available separately. 

- $20.00 
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ROBAL MBTWORX KOIRKntlUPH SBRXI» 



iriimt*a Rural? A& overview of 8uee«s«fiil 8trat«gi«0 Uaad by 
Fragraaa for Yomig Haadieappad childraat 

- Edited by Patricia Hutinger 

- 26 pages 

- $4.00 

Coat Bffeotive Delivery strategiea in Rural Areaai Prograaa for 
yonag Baadioappad Children i 

- Edited by Talbot Black and Patricia Hutinger 

- 41 pages 

- $6.00 

fleeuriag yuadiag in Rural Prograaa for young Baadioappad 
cbildrent 

- Edited by Corinne Garland 

- 33 pages 

- $5.00 

Bffeetive Strategiea in Colleotion and Aaalyeie of Cost Data in 
Rural Prograaa s 

- Edited by Talbot Black and Patricia Hutinger 

- 48 pages 

- $7.00 

laflueneiag Deoision Makers i 

- Edited by Louise Phillips 

- 29 pages 

- $4.00 

Training^ Recruiting, Retaining peraonnel in Rural Areas i 

- Edited by Patricia Hutinger and Bonnie Snith-Dickson 
'•45 pages 

- $7.00 

The Transportation situation in Rural Service Deliveryi 

- Edited by Patricia Hutinger 

- 20 pages 

- $3.00 

laterageney Coordination i A Heoeaaity in Rural programs s 

- Edited by Steve Threat 

- 48 pages 

- $7.00 

Effective Collaboration Among Bealtb care Professionals! A 
Bsossssry coaditioa for suoosssful Barly latsrvaatioa in 
VLVu ' Areas I 

- Suited by Bonnie Snith Dickson and Patricia Hutinger 

- 49 pages 

- $7.50 
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RBSSARCH ARTICLES 



single copies of the following research articles are available 
for educational use at no cost. 

Sooial iBteraetioB In an Xntegrated Preaolioeli isplioatioiis and 
ApplieatioBBi 

- This study, co-authored by Richard A. van den Pol, David 
P. Rider and colleagues, investigates therapeutic 
interventions to encourage meaningful, sustained interaction 
anong integrated play groups in nainstreaaed preschool 
classroons. Local nora-referencing »ethods were used to 
evaluate individual child success. 'fhis study 
systenatically replicates basic research findings that 
"choice behavior" is influenced by conplex ecological 
factors. It also replicates other applied research studies 
which have concluded that preschool playnate choice can best 
be influenced by careful adult encourageaent and 
supervision. Horeover, this article demonstrates how child- 
focused feedback to adult teacher aides can positively 
affect adult performance, which in turn positively 
influences children's social interactions. 

TaaohiBg the HaBdieapped to Eat in Publio Plaoesi AoquiaitioB, 
oeaeraliaatioB and Malatenanoe of Restaurant skills i 

- This study by Richard A. van den Pol and colleagues, 
demonstrates that simulation methods, similar to those 
used to train airline pilots, can be used to teach 
"community survival skills" to special high-school 
students. The consequences of restaurant customer errors 
admittedly are less severe than the consequences of 
airline pilot errors. However, a combination of role- 
playing techniques and photograph-recognition training was 
so effective that no in-restaurant training was required. 
Thus, travel time and costs were reduced and students' 
dignity was preserved due to few errors in restaurants. 
All students were able to use novel restaurants, and all 
students maintained their skills at a one-year follow-up 
check. Since this article was published in 1981, 
replications by other researchers have indicated that a 
combination of simulation and in-restaurant training nay be 
most effective for students who learn particularly slowly. 

Models of AsssasMeBt and Treataant in cmild Behavior Therapy i 

- This 2d-page book chapter, co-authored by Philip Bernstein 
and Richard A. van den Pol, describes considerations in 
tho selection of child behavior assessment and treatnent 
strategies. Current issues are reviewed and exemplified 
in a case study of an encopretic child. 
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tH videotapes are produced in standard VHS format. He beil«v« 
Snhni«^r«? VIDEOSHARE tapes are valuabTSraltSoSSh ?X2 

technical quality nay be reduced due to aultlple duplication »nd 
consuaar grade production equlpaent. »^^^P^^ aupiication and 

Children with Disatollltiest Family and Marital tapaot. Division 
pyect?l9«r' and Service, UM VIDeJISare OutrealS 

-This video was produced to give professionals carenta «m9 
care providers a gliapso of the daily pressures^ thrt^^^ 

of'^a^^fLrw ^"^i^n't^'n' ^'^^.'^^ ''^^'^ diiaSillties beccSis ^i?t 
hf«iL„l^ i^;,, ^'■P® ^« accoapanied by a three-page 

«n ^«^f V^"' strategies that parents and professionals 
can use to help a aarriage survive. -^j-uhbab 

- One hour 

- $40.00 

I^«i°r*5f?. P'^^view period: non-refundable $20.00 fee to be 
applied to purchase price. **w.wu zbb 1:0 oe 

Daycare for our xidsi Parents of children with Spsoiai vmmam 

Parent Panel Moderator: Jan Splegle. Division of SdSLfTi^!; 
Research and Service, UM VIDEOSHARE Outreach Project, ^"91 
-This tape was produced during a parent panel discussion 

S™'a^Lt7-?" P'^r/*^^"- ^-'^^nts of%rildreS^riS''i°SciS 
needs address questions fron professionals and dav«.^* 

^''^i SoCrr^^"^"^"'"' ^° integration into 'daySa^e seStill^Lr" 



- Two hours 

- $20.00 
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app\U'*L^^S^ih"^^^^^^^ non-refundable $10. 00 fee to be 

lu^liTpr:5:^t^ """" Harper-Hhalen. DERS, UM VIDEOSHARE 

t?'^orow®^!«H"*'i°"»,f'^"^*^w*i",P^"y ^'"'^ Children can learn 
to grow and achieve while having fun in a reiTTiTI*! 
environaent. Ms. Harper-Whalen is the Director oi?Sf 
University of Montana Dannt-i-mot*. ^??^ ®' 

Childhood center. ' ^^P^'^^^^nt of Education Early 

- One hour 

- $20.00 

:^^[^V,;^tZr^{lt: «"-00 fee to be 

service m VlgSolSiB'SSt«.^^h''lS:^jectf''\?8V 

iVt' fiJ?w'Jl.*i v" '°°»"~ »" »ibling» and the perspectives 
-'oSe JSS"J„f ?o*^I„;ter'" "^"^ «l"bil^ltier"'" 

- $20.00 

.yU^'L%'ih«e%;l:2: "^"""""e 510.00 fee to be 

10 
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MATBRZIOS ORDER FORM 
Please send the following materials to; Date: 



TITLE 



UNIT TOTAL 
QUANTITY PRICE PRICE 



Requests for materials should be addressed to: 

CO-TEACH/DERS 
School of Education 
University of Montana 
HiSBOUla, NT 59812 
Attn: Jean Martin 

Please make Purchase Orders or checks payable to COTEACH Sales & 
Service. 
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